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Editorial on the Research Topic
World mental health day 2022: key drivers of risk to mental health services and innovative solutions




Introduction

The COVID-19 pandemic triggered a global mental health crisis, increasing stress and fueling anxiety and depressive disorders (1). In a world where already one in eight people are living with a mental disorder globally, the pandemic has put more strain on services, skills, and funding available for mental health. The pandemic has also had dire consequences in low and middle-income countries (LMICs), where the treatment gap, that is the number of people who need care actually get the required care, for mental health conditions has expanded (2).

We launched this special topic to coincide with World Mental Health Day 2022, to showcase the latest multidisciplinary research and insights into the global situation of mental health services during and post-pandemic. Our goal was to identify the key drivers of risk to mental health services, and innovations in service delivery modes that improve accessibility or coordination.

There were four strong themes embodied across the submissions received. First there were discussions of the impact of COVID-19 on service utilization and those providing care. The second theme spoke to the importance of attending to contextual differences and acknowledging cultural adaptations to different health services. The third theme focuses on the role of engaging patients and people with lived experience in designing services. The final group of papers underscore the significance of the biopsychosocial model, which sees mental health issues as a part of the larger holistic landscape of health, rather than as a clinical practice separate and apart.



Impact of COVID-19 pandemic on service utilization and workforce

Our collection highlights the critical need for enhanced mental health support for the public and healthcare workforce during crises like the COVID-19 pandemic. In Van den Broeck et al.'s study, set in Belgium, we saw a significant rise in psychological and anxiety-related issues in out of hours consultations for psychological problems since the onset of the pandemic. These consultations remained elevated even between COVID-19 waves. This increased use of out of hours care for mental health reasons can be an indicator of the unmet mental health needs in a population.

The increased strain on healthcare workers during the pandemic cannot be overlooked as burnout was already a significant threat to the well-being of the workforce prior to the pandemic. We wanted to shine a light on this issue and acknowledge the tremendous work of our healthcare teams during this period. Eder and Meyer's work stresses the need for interventions to address these harmful coping strategies and improve working conditions for long-term care nurses. They reveal that altruistic motivations in nursing can lead to self-endangering behaviors and increased exhaustion. Similarly, Bannon et al. suggest that promoting positive psychological constructs can mitigate burnout. Targeted interventions to build resilience, particularly among younger, female, and patient-facing healthcare workers, are crucial, and they emphasize the need for healthcare systems to create supportive work environments and prioritize mental well-being to reduce burnout rates.

Leadership behavior and health policy changes are essential to create a supportive work environment and prevent burnout. As observed by Hale and Davis, fewer than 14% of medical schools in the United States adhered to the Association of American Medical College's guidelines for mental health service provision. They discuss the need to include these guidelines in accreditation standards to improve adherence, underscoring the importance of policy to enable change.



Cultural and contextual adaptations to mental health services

Alongside burnout issues, it is important to consider cultural contexts to build capacity and ensure positive mental health. For instance, in low-and-middle-income countries (LMICs), it is well-known that help-seeking for mental illness is pluralistic, and alternative sources of care, such as traditional and faith healers or lay community health workers, are viewed by many as a valued community resource, which may help fill the “treatment gap” in low- and middle-income countries (LMICs). The World Health Organization (WHO) developed the “Mental Health GAP” (mhGAP) course, which aims to upskill and train non-specialist clinical staff in basic diagnosis and treatment. In many settings, psychiatric services are scarce or unaffordable, so initiatives like the mhGAP are critical. This is evidenced in the submission by Kuule et al., who found that providing mental health care in the community—away from a hospital setting, substantially increased the number of people accessing mental health care, and providing training to health center-based staff in mhGAP contributed to this.

Help-seeking for mental illness is dynamic and diverse with common concurrent or sequential use of various forms of treatment in the search for a “cure”. Respectful dialogue and mutual learning not only between lay health workers and biomedical workers, but also caregivers and people with lived experience, can identify shared understandings, as well as opportunities for questioning, discovery, and transformative change. All efforts must address existing power hierarchies and health system challenges—particularly those faced during the pandemic such as virtual working, as well as engage with the meaningful activities, understanding the intrinsic values and needs of people with lived experience and their families. This calls for a public mental health approach, in which such collaborations are embedded within communities and supported by policies and interventions to address social as well as spiritual and medical needs.



Understanding lived experience for effective innovation

There is a growing recognition that understanding experiences and perspectives is critical in developing, implementing, and adapting interventions and services tailored to the needs of those using it (3), especially as it relates to patients and individuals with lived experience. Adam et al., highlighted the importance of choice and individualized care needs in traditional inpatient treatment and novel inpatient equivalent home treatment settings in Germany (3). Their qualitative study identified choice and care needs as key elements in enhancing patient satisfaction and treatment efficacy. At an organizational and systems level, Yu et al. provides a reflection on the integration of a patient, family, and persons with lived experience lived experience team (PFLE) in shaping the development of the BrainHealth Databank (BHDB), a large data initiative to advance personalized care and research at a large academic mental health hospital in Canada. These accounts include various types of engagement across the spectrum (4), ranging from “consultation” in the development of a research and care coordination portal, “involvement” in co-designing a patient-facing trajectory dashboard, to “partnership” in the BHDB governance.

Understanding the patient experience has become increasingly important with the post-pandemic shift to virtual delivery of care, as seen in two Canadian studies. Pulia et al. used admissions data to understand the feasibility of the rapid deployment Virtual Crisis Stabilization Unit as a safe, effective and feasible mechanism to provide mental health crisis care, particularly during times when traditional service delivery is disrupted. Their findings provide insights on delivering equitable and patient-centred services in Winnipeg, Canada. Henderson et al., report on their community-based participatory research approach in successfully transitioning to a virtual delivery of the Raising the Curtain on Lived Experience of Dementia (RTC) initiative in British Columbia—a creative 5-year community-based, art-engaged project to support older adults who experience isolation, loneliness, financial challenges, and mental illness. The community collectively navigated this transition and demonstrated the potential for virtual delivery to foster a sense of community, empowerment, and well-being, all of which challenges the stigma associated with dementia and the ageist assumptions about technology use.



Embracing a biopsychosocial mindset to mental health

As with the RTC initiative, several papers in this issue encourage us to think broadly about the complexity of mental health recovery, and the dynamic interpersonal and psychological systems that shape an individual's well-being (5). This dynamic is observed in the comparative study by Padyab et al., where they found differences in the types and severity of stressors experienced by Swedish and Norwegian police officers between 2018 and 2020. Furthermore, stress levels in Sweden decreased over time whereas no change or a slight increase was observed in Norway. They hypothesize that changes in organizational structure and interventions in safety and security may have improved stress for Swedish police officers. The role of societal issues and population dynamics were also explored by Abdelhadi; they found that psychological distress adversely affects satisfaction and experiences with healthcare services of American cancer survivors. Furthermore, those with psychological distress have limited access to mental health service, with many forgoing access due to its affordability. Nakimuli-Mpungu et al. will be exploring the association between psychological interventions to improve treatment outcomes. Their protocol details a pilot randomized controlled trial to evaluate the feasibility, acceptability, and preliminary effectiveness of incorporating group support psychotherapy with antiretroviral therapy for young people living with HIV in Uganda.

This collection also saw many articles highlight the biological social interactions in the complexity of mental illnesses. Ouyang et al. saw dynamic changes in frequency and types of chief complaints to their psychological crisis hotline over the different stages of the pandemic in Jiangsu, China. This study illustrates the interplay between psychological complaints (e.g., anxiety, depression, obsessive compulsive symptoms) and social factors (e.g., quarantine measures, fear or infection), but also highlights the interactions with biological responses (e.g., physical discomfort, insomnia). These findings further the case to take an integrated biopsychosocial approach to healthcare—a concept that is neither novel nor the norm (6). This gap was seen in Tredget et al.'s service evaluation of the London Mental Health Trust in the United Kingdom, where clinical staff, service users, and careers recognized the importance of integrating physical health and community support into the healthcare experience of those with serious mental illness. However, there was variability in how physical healthcare was delivered, calling for the need for guidance and leadership on how to navigate and streamline the complexities of integrated care within the Trust. Lesson can be drawn from Cano-Prieto et al. biopsychosocial approach in their MOSAIC project, which is a social initiative that accounts for psychological well-being and social determinants of health alongside traditional medical care. Their holistic approach to treatment and recovery was meaningful in engaging individuals with severe mental illness in Catalonia (Spain), fostering social inclusion, life satisfaction, resilience, hope, and personal recovery.



Perspectives

In our special topic collection, we highlight the urgent need for innovative strategies to address the disparities experienced in healthcare and transform mental health services beyond the pandemic. This global body of work reveals a common set of challenges we face, from supporting the current workforce, to requiring capacity for care delivery in underserved areas, to the transition to digital provision of care, to the challenges in providing support tailored to the recovery needs of specific populations. However, the insights from these studies highlight the value of organizational and system leadership, systemic resiliency, cultural contexts, and lived experience as critical pieces in overcoming these challenges.

The insights generated from this collection reinforces common ideas and approaches in the mental health discourse. There is a need to prioritize a holistic multidisciplinary collaborative approach—one in which embraces the complexity of delivering health services, valuing lived experience and cultural context in designing supportive environments for the workforce and the population (7). It is evident that a dynamic, responsive biopsychosocial approach to mental health is essential in enhancing resilience, promoting positive psychological well-being, and empowering individuals to cope and adapt to a variety of complex and dynamic circumstances. We hope readers find this issue useful in mental health service innovation and advocacy. We also hope this issue contributes to the ongoing efforts in shifting the paradigm on how we frame, govern, and deliver mental health services.
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Background: Survey studies suggest that COVID-19 has had a negative impact on the population's mental well-being. Routine registration data allow a more objective way for investigating such associations, complementary to self-report measures. This study investigates the level of out of hours (OOH) consultations for psychological problems since the start of the COVID-19 pandemic in Flanders, Belgium.

Methods: The iCAREdata database is a clinical research database with routine data of OOH care, covering a large area in Flanders, Belgium. After defining the first wave and the second wave of COVID-19 in Flanders in time, we compared the number of consultations regarding psychological problems (in general, anxiety-related, depression-related, and sleep-related) between those periods, the period in between these waves, and the period before the start of COVID-19.

Results: A significant rise in OOH consultations due to psychological—and more specifically, anxiety-related—problems is observed since the start of the COVID-19 pandemic in Flanders. Elevated levels are observed until the second wave. This finding is in sharp contrast with the general pattern of lower demand for primary healthcare during this period. The majority of these supplementary consultations happened by phone. Consultations regarding depression-related problems did not change over time. Sleep disturbances in the OOH setting were more common after the first wave.

Conclusion: Despite some limitations, a large Flemish database with routine data on OOH care shows an increase in the number of consultations regarding psychological problems in general and anxiety-related problems since the start of the COVID-19-pandemic until the second wave.

Keywords: mental health, anxiety, out-of-hours medical care, organization of care, primary care


KEY POINTS

- According to routine registrations of out of hours care, consultations due to psychological problems in general and anxiety problems in particular were more common during the COVID-19 pandemic in Flanders, Belgium.

- According to routine registrations of out of hour care, consultations due to depression-related problems did not change over time during the COVID-19 pandemic in Flanders, Belgium.

- According to routine registrations of out of hour care, consultations due to sleep disturbances were more common in later phases of the COVID-19 pandemic in Flanders, Belgium.

- The use of routine registration data may be complementary to self-report measures to detect trends in the population's mental well-being—which is important to react accordingly—in critical times, e.g., during a pandemic.



INTRODUCTION

Many survey studies have shown that COVID-19 and the measures to control the pandemic have (had) a strong and negative impact on the population's mental well-being (1–3). Moreover, it has been suggested that fluctuations in mental well-being correspond with the strengthening and the relaxation of the measures, which is generally in accordance with the severity of the pandemic locally (3, 4). Previous research concerning the first COVID-19 wave in Belgium revealed an increase in diagnoses related to mental health and a decrease in the demand for primary care consultations unrelated to COVID-19 (5).

In contrast to survey-based research, in which often voluntary respondents are questioned about their well-being, routine registration data allow us to more objectively study the prevalence of (mental) health problems on a regular basis in a large share of citizens, and how fluctuations in health problems are related to the evolution of the COVID-19 pandemic. The aim of this study is to describe the demand for care regarding mental health problems during out of hours (OOH) care before and during the COVID-19 pandemic in Flanders, Belgium.

The first wave of COVID-19 in Belgium began at the beginning of March 2020, peaked on March 28th (with 642 admissions daily) and ended by May 4th. During that period, Belgium went in lockdown. Non-essential businesses were closed since March 18th, and citizens were requested to work from home and to limit interpersonal contacts. Non-urgent medical appointments were adjourned and patients showing symptoms of COVID-19 were asked to contact their GP by phone. Triage stations were set up. Though citizens were still requested to limit their contacts and to work from home if possible, schools reopened and social life was gradually resumed by the beginning of May, as was non-urgent care. Figures dropped in summer but rose again at the end of September—a second wave began, following an exponential curve from October 10th. Again, more stringent measures were implemented. Restaurants and professional salons were closed, and non-essential shops could only be visited on request or to take out pre-ordered objects. Schools, however, did not close, although pupils of 14 years and older and students were obliged to follow (a part of) their lessons online. The autumn holidays were extended with an additional week, after which the number of infections declined again, but the second wave was followed by a high plateau phase.

We hypothesize that the severity of the COVID-19 pandemic in Flanders is reflected in the number of patients that visit a practitioner for psychological problems OOH. More specifically, we expect that routine registrations referring to psychological problems in general, and to anxiety-, depression-, and sleep-related problems in particular, will be more prevalent in the registry during the two COVID-19 waves, compared to the period before COVID-19 and the period in between the waves.



METHODS


Data Collection

The iCAREdata database (Improving Care And Research Electronic Data Trust Antwerp) is a central, clinical research database on OOH care that is provided to a large population of inhabitants (all ages) in Flanders, Belgium (6, 7). Every weekend, routine data of general practitioner (GP) cooperatives are added to the database, respecting privacy regulations and ethical considerations. In 2019, the area covered by the participating health care professionals / units counted 1.914.541 inhabitants; additional partnerships were added in 2020, resulting in an area that covers 3.162.345 inhabitants (48% of the Flemish population, representative for the entire Flemish population).

All consultations during weekends and bank holidays (further referred to as weekends) in 2019 and 2020 were included. Patients without a Belgian national insurance number were excluded. The exact number of exclusions is unknown but below five percent. GPCs need this number for billing to the obliged national health insurance so they will obtain this number whenever possible. The weekend of 18/09/2020 was excluded because of a data collection problem.

The receptionists of the GPCs registered the type of contact (telephone contact, physical contact or home visit). GPs had to register a diagnosis by selecting a single clinical label out of a Belgian list which is linked to the International Classification of Primary Care, 2nd edition (ICPC-2). Due to software limitations, it was not possible to register several diagnoses. GPs were asked to use specific codes for consultations regarding a proven or suspected case of COVID-19, a close contact of a proven case, for COVID-19 testing only and for fear of COVID-19 (which should be interpreted as questions about the disease, concerns about being infected, … but not as anxiety or phobia). All these COVID-19-related consultations were excluded from the analyses. In case a patient had multiple consultations within a 6-hour timeframe, only the first physical consultation was studied if available, else the first telephone consultation was studied.

Following the evolution of COVID-19 and its associated measures in Flanders, we defined the “Pre-COVID-19” era (69 weekends and holidays; between the start of 2019 and until March 9th 2020), the “First wave” (7 weekends; between March 13th and April 27th 2020), the “Second wave” (9 weekends; between October 9th and November 30th, 2020), and the period between and after the waves (29 weekends; between May 1st and October 8th 2020 and between December 4th and December 31st 2020).



Analysis

The following variables were included in the analyses: type of contact (home visit, physical consultation or telephone consultation), timing (day, hours and minutes), age (years), sex (male or female), and diagnosis (ICPC-2 coded).

Patients with a COVID-19 specific diagnosis were excluded. We computed the number of patients requesting OOH care for any non-COVID-19 problem and for psychological problems (all P-scores of ICPC-2) per 100.000 inhabitants per weekend for each of the defined periods, and compared them using ANOVA. If significant, Fisher's Least Significant Difference (LSD) post-hoc tests were used to explore the differences between the time periods. We repeated this procedure for anxiety (P01 + P74 + P79, with P01 = “feeling anxious/nervous/tense”; P74 = “anxiety disorder/anxiety state”; P79 = “phobia/compulsive disorder”), depression (P03 + P76, with P03 = “feeling depressed”; P76 = “depressive disorder”) and sleep disturbances (P06), to investigate which issues in particular were affected. The incidences were plotted for illustration. All data were analyzed using JMP Pro 15.

Ethical approval for this study was obtained from the ethics committee of Antwerp University Hospital (approval number B3002020000058).




RESULTS


General Overview

The database contains 357.710 eligible consultations. The mean age of the consulting patients is 34 years (SD = 23) and 54.82% is female. Figure 1 shows the evolution of all OOH consultations over time per 100.000 inhabitants in 2019 and 2020, divided by type of contact. At the beginning of the pandemic, OOH care dropped dramatically. Especially physical consultations declined, but were partly compensated by the increase in consultations by phone, which were recommended during the pandemic. The sum of physical consultations, telephone consultations and home visits shows a net decrease in non-COVID-19 related healthcare seeking behavior.


[image: Figure 1]
FIGURE 1. Evolution of all physical consultations (in red), consultations by phone (in green), and home visits (in blue) over time in 2019 and 2020 as registered by iCAREdata, regardless the diagnosis.




The Prevalence of OOH Encounters Due to Psychological Problems During COVID-Times

A total of 8.990 consultations (2.52% of all consultations; 95% CI 2.47–2.57) were coded for psychological diagnoses (ICPC-2 chapter P). Figure 2 displays the sum of OOH home visits, physical consultations and telephone consultations due to psychological problems (all ICPC-2 P-codes) per 100.000 inhabitants over time in 2019 and 2020. Remarkably, about half of all contacts due to psychological problems (52%) during the first wave were by phone. In between the two waves, 36% of contacts due to psychological problems were by phone.


[image: Figure 2]
FIGURE 2. Evolution of physical consultations (in red), consultations by phone (in green), and home visits (in blue) for psychological reasons (i.e., all P-codes of ICPC-2) over time in 2019 and 2020 as registered by iCAREdata.


The descriptive statistics of the level of consultations before and during COVID-19 are reported in Table 1. The demand for care regarding psychological problems increased from 2.69/100.000 before COVID-19 to 5.24/100.000 during the first wave, and dropped again to 3.77/100.000 and 3.27/100.000 in between waves 1 and 2 and during the second wave, respectively. This evolution was significant, F(3, 111) =17.03, p < 0.0001. Fisher's LSD post-hoc analysis was used to investigate the size and significance of the differences between the different time frames. The results of the post-hoc tests are presented in Table 2. No significant difference was found between the number of contacts in between waves 1 and 2 and those registered during wave 2, nor between the number of contacts during the pre-COVID-19 era and those registered in wave 2. However, all other differences in contact volume do differ significantly with t = 1.98, p < 0.05 or less.


Table 1. Descriptive statistics of the levels of consultations due to psychological problems in general, anxiety-related problems, depression-related problems and sleep-related problems before COVID, during the first and second wave, and between the waves.

[image: Table 1]


Table 2. Results of the pairwise comparisons of the post-hoc analysis using the Fisher's Least Significant Difference (LSD) test.

[image: Table 2]



The Pre-valence of OOH Encounters Due to Anxiety- or Depression-Related Problems and Sleep Disturbances

It was further explored what kind of psychological problems added to the observed pattern. To investigate the evolution of anxiety-related problems, all consultations which were registered with P01, P74, or P79 were taken into account. Whereas before COVID-19, anxiety problems accounted for 23.19% of all psychological problems, this share rose to 45.27% during the first wave. After that first wave, still about one third of all psychological problems are anxiety-related.

The evolution of anxiety is similar to that of psychological problems in general (Table 1). Significant changes were observed between the time periods, F(3,110) = 55.31, p < 0.0001. A rise from 0.62/100.000 consultations for anxiety-related problems before COVID-19 to 2.37/100.000 consultations during the first wave was observed. This figure decreased to 1.14/100.000 and 1.00/100.000 in between waves and during the second wave, respectively. The results of the post-hoc analysis are presented in Table 2. All differences between the time periods are significant with t = 1.98 and p < 0.005 or less, except the difference of anxiety-related contacts in between the waves and in the second wave.

To investigate depression-related problems, all consultations that were coded with P03 or P76 were taken into account. Remarkably, before COVID-19, depression accounts for 7.22% of all OOH consultations on psychological problems. During the first wave, only 4.39% of the consultations on psychological distress were related to depression. No significant differences were observed when comparing the prevalence rates of depression related consultations between the different periods in the light of the COVID-pandemic, F(3,110) = 0.71, n.s.

Finally, we investigated sleep disturbances (P06). Before COVID-19, sleep disturbances accounted for 4.35% of all OOH consultations on psychological problems. During the first wave, 2.67% of all consultations on mental problems were on sleep problems. Analyses revealed significant differences regarding the demands on sleep disturbances in OOH over time, F(3, 110) = 2.80, p < 0.05. Especially the period in between waves seemed critical, as the number of request in this period was significantly higher compared to both the period before COVID-19 and the second wave, with t = 1.98, p < 0.05. No further differences were found.




DISCUSSION

To our knowledge, this study is the first that explored the prevalence and evolution of psychological problems against the background of the COVID-19-pandemic using a large database containing systematically collected clinical routine data of OOH care, including the diagnoses. A first finding is that OOH consultations in general decreased during the pandemic, while consultations specifically for psychological problems increased. The number of physical consultations also decreased, while telephone contacts increased. These general trends were described by Morreel et al. (5).

Our analyses revealed a significant rise in consultations due to psychological problems in general, and in anxiety-related problems in particular, since the start of the COVID-19-pandemic in Flanders. A peak during the first wave is observed. Although there was no (significant) rise during the second wave compared to the period in between waves, the demand for OOH care regarding anxiety-related problems remained elevated after the first wave compared to the period before COVID-19. Furthermore, consultations for sleep disturbances were more common in the weeks between the two waves compared to the pre-COVID-19 era or the second wave. In contrast, depression-related problems did not show any fluctuations over time.

These findings contrast with the general pattern of a decline in healthcare seeking behavior for primary and acute care during this phase of the pandemic, in Belgium as in the rest of the world (5, 8–10). While contacts for general health or emergency care declined, the number of OOH contacts for mental health problems rose. This trend was also found for emergency department visits in the US, where various mental health problems as well as social problems (e.g., overdoses) were higher in March through October 2020 as compared to the same period in 2019 (11). Interestingly, a study on primary care-recorded mental health problems suggested that the incidence of primary care- recorded depression and anxiety first declined significantly in English general practices, but returned to expected levels in September (12). These findings suggest that the decrease in regular mental health care reflects missed opportunities for care, and is compensated by the increased use of OOH care and emergency care. Missed care opportunities ultimately lead to an increase of the severity and the accumulation of mental health needs. The increased use of OOH care for mental health reasons can therefore also be seen as an indication of unmet mental health needs in the population.

Anxiety-related problems, including panic reactions, very well-fit the situation of the COVID-19 pandemic. A new and unknown virus obviously evokes a lot of stress responses. While some people may be afraid of getting ill or losing a loved one due to COVID-19, other factors such as financial hardship or fear of losing one's job may also play a role. Measures inducing social isolation, however, would be more likely to evoke feelings of loneliness or depression. Yet, regarding anxiety, social isolation may limit one's coping opportunities to effectively deal with anxiety as well-potentially enlarging the demands for help for anxiety-related problems. In regular (i.e., not OOH) primary care, the most common psychological diagnoses in Flanders are depression, acute stress, sleeping disturbances and “feeling anxious”, respectively (13). The finding that depression and sleeping problems are less common in OOH care compared to non-OOH care while anxiety is more often a main theme in OOH care, may also mean that anxiety feels more urgent and pressing to patients, causing them to contact a physician outside the regular hours.

Our results show that, although possible mental health issues were addressed at times in the media in Belgium (messages focussing on staying fit, going outside for a walk, …), this was not enough to compensate for the multiple stresses communities experience during the pandemic. Moreover, regular registration systems nor surveys might not be able to capture all problems. Therefore, governments need to think about advanced mental health infrastructures and systems that address well-being on a population level to better deal with these problems (14, 15).

One of the limitations of this study is that practitioners are unable to register more than one reason for encounter per consultation. This leads to underregistration when the patient also presents with a physical complaint. As psychological problems may be present as co-morbid problems next to a more prominent physical question during a consultation, our data might be underestimations of reality. Also, it should be noted that the data we used are collected on OOH care. This means that practitioners see patients they are not familiar with. Complex problems, like depressive state, might be more difficult to diagnose by doctors that do not know the patient when the patient does not clearly outline his emotional state. Additional data on regular care, delivered by familiar GP's, might add to the picture. It should be noted that, although our database covers a large area, the number of consultations regarding psychological problems are rather limited. Patients without a national insurance number were excluded so we do not have data on this vulnerable population. Finally, the findings should be carefully translated to other contexts, in particular to other countries where other forms of OOH care may be used.

Nevertheless, despite these limitations, our study shows the importance of a complementary use of routine registrations for managing (mental) health crises for policy makers and the organization of care.
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Objective: The aim of this study was to analyze the chief complaints of psychological crisis hotlines during the coronavirus disease 2019 (COVID-19) pandemic in Jiangsu, China, and to summarize the psychological characteristics of the public during the different stages of COVID-19.

Methods: The chief complaints of calls to the psychological crisis hotline from 27 January 2020 to 30 June 2020. A total of 578 calls were extracted and grouped using thematic analysis into categories. After statistical analysis, the monthly and three-period trends were observed dynamically to determine whether there were statistical differences in the proportion of specific chief complaints over the phases.

Results: There were a total of 495 cases of psychological problems or physical discomfort, accounting for 85.64% of the total sample number of hotline calls related to the pandemic. The numbers of callers with anxiety, depression, obsessive-compulsive symptoms, illness anxiety, insomnia, and physical discomfort were 370 (64.01%), 103 (17.99%), 33 (5.71%), 36 (6.23%), 51 (8.82%), and 72 (12.46%), respectively, and 83 (14.36%) callers consulted other problems. The monthly main complaints showed a fluctuating trend, and each main complaint peaked at different stages. The main complaints during the three stages had distinct features, respectively, and the proportions of calls for the specific complaints differed statistically over the phases.

Conclusion: Dynamic observation and qualitative analysis of psychological crisis hotline data might indicate dynamic changes and accordingly provide guidance for online crisis intervention when other public health crises occur.

KEYWORDS
 COVID-19, psychological crisis hotline, dynamic observation, qualitative analysis, public


Introduction

Coronavirus disease 2019 (COVID-19) has been the focus of attention since December 2019. It has widely and rapidly spread in China and several other countries, causing an outbreak of acute infectious pneumonia. The increasing numbers of patients, suspected cases, and outbreak-affected provinces and countries have elicited public worry about becoming infected (1). Anxiety, depression, stress, and sleep problems were commonly reported among the public during the pandemic, and higher suicidal risk at population level was one of the most important concerns (2). In the face of COVID-19, which is highly contagious and requires quarantine measures, hotlines have become the most convenient and feasible first choice for psychological assistance. The National Health Commission immediately issued guidelines for emergency psychological crisis intervention for people affected by COVID-19 (3) and subsequently announced the establishment of a psychological crisis hotline (4). Online psychological crisis intervention for the public was opened in all provinces across China. The internet hospital gradually opened up more service resources to provide psychological counseling and clinical diagnosis and treatment for patients, their family members, and other people affected by the epidemic. The Nanjing Crisis Intervention Center is the first domestic professional institution for crisis intervention and suicide prevention established on 1 July 1991. The crisis intervention center has a psychological crisis intervention clinic and a psychological crisis intervention hotline. The Jiangsu Provincial Psychological Crisis Intervention Hotline was established in 2007, and the hotline was linked to the Nanjing Crisis Intervention Center. At the same time, since 2012, we can also get help by dialing Nanjing Health 12,320 hotline, realizing three-line integration. Subsequently, a 24-h psychological hotline was set up to provide professional psychological crisis intervention services to prevent psychological stress due to the epidemic. Individuals in different age groups were psychologically affected by different tendencies at different stages of the epidemic. Therefore, by analyzing the main complaints of the three psychological crisis hotlines during the COVID-19 epidemic, this study dynamically observed the public's psychological response under specific crisis situations. It will provide guidance for psychological crisis intervention hotline work in the future, particularly for similar public health issues.



Methods


Study setting

Starting from 27 January 2020, the hotline services have been provided from 8:00 to 18:00, and it was established for 24-h operation on 7 February 2020. Approximately 100 psychiatrists, psychological consultants, and psychotherapy professionals from the Jiangsu Psychological Crisis Center in Nanjing Brain Hospital affiliated with Nanjing Medical University participated in the hotline work as volunteers. At the outset, they received uniform or standardized training and supervision to record callers' complaints, as well as monthly group supervision.



Inclusion and exclusion criteria

Only calls where the caller specifically referenced COVID-19 or the pandemic were included. Calls related to emotional problems, marital problems, children's education, family problems, psychological crisis, mental illness medication, etc., where COVID-19 was not discussed as a factor, were excluded. The following calls were also excluded: (1) the caller's main purpose was not seeking psychological services and (2) “null” calls (i.e., silence, harassing, or hoax calls). For repeat calls from the same caller, only the first call was included in the analysis.



Qualitative analysis

Dynamic records of the psychological hotline for epidemic prevention were updated over 5 months from 27 January to 30 June 2020 and extracted from the Jiangsu Psychological Crisis Center in Nanjing Brain Hospital affiliated with Nanjing Medical University. Based on previous studies, the theme analysis was adopted to extract the key information of the main complaints from the call records to determine the content and meaning. Classification analysis was used to classify the callers into the following categories: (1) psychological problems such as anxiety, depression, obsessive-compulsive symptoms, illness anxiety, and insomnia; (2) physical discomfort; and (3) other problems, including pandemic-related quarantine, registration, drug procurement, local policy consultation, etc. Words with obvious emotional indications such as worry, nervousness, and fear in the call records were classified as anxiety; calls regarding fear of infection or suspicion of suffering from a certain disease or sequelae were classified as illness anxiety; emotional depression, moodiness, pessimism, feelings of unfairness, and suicidal thoughts were classified as depression; fear of getting dirty, repetitive handwashing and checking, and disinfection were classified as obsessive-compulsive symptoms; poor sleep and difficulty in falling asleep were classified as insomnia; self-reported symptoms such as low-grade fever, cough, and chest pain without any evidence of COVID-19 infection were classified as physical discomfort. Categories were not mutually exclusive. All categories we defined as appeared in each call.



Dynamic observation

We divided the period from 27 January to 30 June into three phases according to the dynamic changes in the COVID-19 epidemic in China, namely, the peak period (27 January to– 29 February) when the majority of Chinese people were quarantined at home during the peak of COVID-19 infection; the prerelease period (1 March to 30 April) before quarantine release and resumption; and the resumption period (1 May to 30 June) when most workplaces and schools were gradually reopened. The statistical products and services solution (IBM SPSS 25.0) was used for quantitative analysis, such as calculating the proportion of each category to the total calls. The monthly and three-period trends were dynamically observed by plotting. Finally, the chi-square test was used to determine whether the proportions of calls for the specific complaints differed statistically over the phases.




Results

A total of 4,319 psychological hotline calls were received from 27 January to 30 June 2020. A total of 1,180 call records were related to the epidemic, 602 repeated or harassing calls were excluded, and a total of 578 were finally included in the data analysis. Among them, 495 were about psychological problems or physical discomfort, and 83 were simply about consulting other problems.


General information

Some information, including name, gender, age, education, and job, was missing because some callers were unwilling to provide private information. A total of 489 individuals disclosed their sex in this analysis sample, including 215 women (43.97%) and 274 men (56.03%). A total of 310 individuals provided specific ages, including 4 participants (1.29%) from 0 to 18 years old, 247 participants (79.68%) from 19 to 45 years old, 47 participants (15.16%) from 46 to 60years old, and 12 participants (3.87%) >60 years old. The results showed that the proportion of male callers was slightly higher than that of female callers, and the majority of callers were 19–45 years old. Specific medical history was provided in 139 cases (24.05%), mainly including mental disorders such as depression, bipolar disorder, anxiety disorder, schizophrenia, insomnia, and somatic diseases such as hypertension, diabetes, chronic pharyngitis, and Parkinson's disease. There were 141 callers (24.39%) with a medication history, of which 57 (9.86%) provided specific medications, mainly lorazepam, sertraline, escitalopram, olanzapine, and fluoxetine. Overall, there were a total of 495 callers that had psychological problems or physical discomfort, accounting for 85.64% of the total sample number of hotline calls related to the epidemic.



Consultation content

The main results were as follows: (1) psychological problems: anxiety (n = 370, 64.01%), depression (n = 103, 17.99%), obsessive-compulsive symptoms (n = 33, 5.71%), illness anxiety (n = 36, 6.23%), and insomnia (n = 51, 8.82%); (2) physical discomfort (n = 72, 12.46%); and (3) other problems (n = 83, 14.36%).



Multiple psychological problems

As shown in Table 1, some callers reported having both psychological problems. Anxiety was still the main complaint, and most callers were nervous and worried because of the fear of contacting or getting infected with the new coronavirus. A small number also reported three or more symptoms, most of which included anxiety and insomnia. Obsessive-compulsive symptoms are also common co-symptoms. Other symptoms were mainly physical discomfort, depression, and illness anxiety.


TABLE 1 Two kinds of symptoms.

[image: Table 1]



Dynamic changes in chief complaints
 
Monthly trend

As shown in Table 2, the proportion of callers with anxiety as the chief complaint remained high throughout the epidemic period, and the highest proportion (81.58%) occurred in March; the proportion of callers with physical discomfort and insomnia was only obvious in February and declined during the later period; the proportion of callers with depression and obsessive-compulsive symptoms was low in the early stage and increased significantly in March and April, reaching as high as 35 and 21% in April, and then gradually decreasing in the later period. Generally, a fluctuating trend was shown (Figure 1), and each main complaint peaked at different stages.


TABLE 2 Monthly changes in chief complaints.
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[image: Figure 1]
FIGURE 1
 The monthly and three-phase changes in chief complaints of the psychological hotline from 27 January to 30 June 2020. Anxiety was the main complaint, and its proportion was significantly higher than that of other complaints. Overall, calls regarding anxiety, insomnia, physical discomfort, and other problems showed a downward trend, and calls regarding anxiety exhibited a plateau period from March to May. In particular, calls regarding illness anxiety increased. In addition, calls regarding depression and obsessive-compulsive symptoms exhibited a small peak in April, which was during the prerelease period. Other problems include consulting about quarantine, registration, medicine purchase, and local policies.




Three-phase trend

As shown in Table 3; Figure 1, the main complaints during the three stages also had distinct features, respectively. During the peak of COVID-19 infection, the number of national newly diagnosed COVID-19 cases increased rapidly. To curb the spread of the epidemic, the government took measures to control the population flow. Correspondingly, anxiety was the main complaint of callers. Most callers were worried about the new coronavirus. Callers with anxiety complaints had more physical discomfort and insomnia symptoms, but some calls were mainly related to consultation on quarantine policies and registration of drugs. The proportion of callers with depression and obsessive-compulsive symptoms was not high during this period. The spread of the epidemic was basically blocked in the middle period, and the number of patients with new coronary pneumonia in hospitals across the country decreased. The proportion of callers with anxiety remained high, while the proportion with depression and compulsion increased significantly; the proportion with illness anxiety gradually increased, and the proportion with physical discomfort and insomnia declined. Compulsions mainly manifested as repeated medical examinations and repeated disinfection and washing for the fear of illness. During the resumption period, epidemic prevention and control entered into normalization, and almost full work resumption occurred. The proportion of callers with anxiety as the main complaint remained high, but the proportion of callers with depression and obsessive-compulsive behavior declined. At the same time, more calls concerned consultation on resumption of work and local epidemic prevention policies, and the proportion of callers with illness anxiety gradually increased. For example, callers with a negative nucleic acid test were still worried about the sequelae of the new coronary pneumonia. At the same time, we also found a statistical difference in the proportion of calls for specific complaints over the phases (Table 4).


TABLE 3 Proportions of chief complaints during the three-phase period.

[image: Table 3]


TABLE 4 Proportions of calls for specific complaints differed statistically over the phases.
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Discussion

According to the dynamic observation results and qualitative analysis of the information extracted from the detailed records of the psychological crisis hotline in this study, we found that the proportion of male callers was slightly higher than that of female callers during the COVID-19 outbreak period. However, studies have found that women are more likely than men to develop psychological stress responses, which may be related to their own susceptibility factors, including physical, psychological, and social factors (5, 6), but it is possible that women are more resilient than men. During the COVID-19 outbreak, we applied Zung's Self-Rating Anxiety Scale, Zung's Self-Rating Depression Scale, the Connor–Davidson resilience scale, and Simplified Coping Style Questionnaire to 3,180 people and finally found that individuals with a higher level of mental resilience and active coping styles had a lower level of anxiety and depression (7). In addition, hotline callers were mainly young and middle-aged people aged 19–45 years, which may be related to young people being more receptive to online smart services. To date, several online psychological self-help intervention systems have been developed for online psychoeducation and psychotherapy, including cognitive behavioral therapy or supportive therapy for depression, anxiety, and insomnia. Several artificial intelligence techniques and applications have also been put into use as interventions for psychological crises during the epidemic (8). Meanwhile, publicity efforts should be increased to raise public awareness and make it easier for the public to get professional help themselves.

According to the overall trend, we found that calls regarding anxiety, insomnia, physical discomfort, and other problems showed a downward trend in the monthly and three-phase analysis, mainly in the early stage. The main manifestations of anxiety were nervousness, worry, and fear of contracting or getting infected with the new coronavirus, accompanied by dizziness, palpitation, cough, and other physical symptoms, as well as insomnia. This is a common early psychological response under a stressful epidemic state, and the fear of the uncertainty may also be present. Psychological stress is an interactive dynamic balance “system” composed of an individual's life events, cognitive evaluation, coping style, social support, personality characteristics, and psychosomatic response. When the system is out of balance under the stressful conditions, the individual will experience a state of psychological stress. Moderate psychological stress may motivate individuals to actively face catastrophic events, but excessive psychological stress response may cause individuals to experience hypersensitivity, difficulty concentrating, impaired memory, decreased judgment ability, anxiety and depression, panic and irrational behaviors, and even serious psychological problems such as post-traumatic stress disorder (PTSD). One study conducted five follow-up visits of SARS survivors over a period of 4 years and found that the prevalence of PTSD exceeded 40% (9). In addition, studies have shown that in the early stages of an outbreak lack of information from official channels, misleading information from social media, and fear of the uncertainty can also increase public anxiety (10). According to other hotline reports, during the peak of the epidemic, the “Xinxinyu” hotline of Wuhan Mental Health Center received a total of 2,653 calls from 4 February to 24 February. Among them, 33.5% of callers reported anxiety, 10.1% expressed depressive symptoms, and 5.5% had sleep problems (11). In addition, the crisis hotline of the Brain Hospital affiliated with Guangzhou Medical University received 1,973 calls related to the COVID-19 epidemic from 23 January to 26 March. A total of 523 (26.5%) calls concerned emotional problems directly caused by anxiety, fear, worry, and hypochondriasis symptoms (5, 6). This is also consistent with our observations. We found that complaints of anxiety and physical discomfort accounted for a high proportion of hotline calls during the peak of the epidemic, followed by depression (12). Therefore, psychological crisis intervention in the early stage of the new coronary pneumonia epidemic may have effectively reduced or alleviated the occurrence of related psychological problems or mental disorders. Regarding the early response, psychological intervention mainly focused on normalizing the anxiety response, mainly using core listening skills and providing support to soothe the panic caused by the caller's psychological imbalance, guiding them to normalize and accept the anxiety response, and understand the progress of prevention and control of the epidemic.

In particular, one interesting point was that calls regarding illness anxiety showed a modest upward trend. This may have occurred because the public was overly nervous about information related to the epidemic. If the epidemic is not thoroughly controlled, it will fluctuate periodically. Illness anxiety can be defined as a constant, excessive, and irrational worry that is present despite an absence of physical or psychological disease. COVID-19 causes anxiety because it affects people's lives negatively and brings many uncertainties to society. Since the virus has a high rate of spreading from person to person, it causes pressure in personal relationships, and the anxiety increases due to uncertainties regarding how long the pandemic will last and how long its effects will continue. This is also consistent with our results. Previous studies have found that female gender, accompanying chronic disease, and previous psychiatric history were found as risk factors for illness anxiety (13). In subsequent studies, we can further verify and carry out early prevention for high-risk groups.

We also found that calls regarding depression and obsessive-compulsive symptoms showed a small spike in April. As the quarantine period becomes longer, public mental health will worsen. Individuals with any physical symptoms that may be related to the infection will become repeatedly worried, and some obvious compulsive behaviors will be shown; additionally, people will be quarantined for a long time. Prolonged quarantine often leads to feelings of boredom, depression, and isolation, resulting in significantly higher post-traumatic stress and depression symptoms (14). Moreover, long-term quarantine at home without income causes great economic pressure for families. During this period, psychological intervention should mainly involve providing various types of psychological support. Although population movement is prohibited during an epidemic, this does not mean self-isolation. The public can be encouraged to use mobile phones and the internet to communicate with family and friends and not let themselves fall into a state of self-isolation. If effective adjustments cannot be made for a long time, the public should be advised to seek professional psychological assistance. Second, the most important psychological intervention during this period should be the popularization of psychological science, to inform the public of self-help methods for psychological crises, combined with internet services and smartphones, so that the public can find a sense of self-control, reduce their anxiety level, and increase their sense of security (15). There may be additional social support for people who are isolated, people with low family incomes, and people who have lost income due to the epidemic (14). The study also found that the proportion of callers who consulted about drug purchase, registration, resumption of work in other places, and local epidemic prevention policies was also relatively high, accounting for a considerable proportion during each period. This is mainly because prolonged quarantine will cause difficulties in purchasing drugs and medical treatment, financial difficulties due to lack of work, and lack of knowledge about official policies. Therefore, it is necessary to explore the psychological hotlines (16) and online medical treatment models of internet hospitals (17). To help prevent and alleviate the psychological distress caused by the epidemic, the National Health Commission has launched a national psychological assistance hotline inquiry service, and crisis hotlines across the country will successively provide 24-h free psychological services (18).

In short, based on the guiding principles of psychological crisis intervention during the COVID-19 epidemic, active prevention should be performed while slowing down and trying to control the psychosocial impact caused by the epidemic according to the different psychological characteristics of the public during different periods. Additionally, healthcare professionals should be alert to the various psychological effects and mental disorders after the epidemic, such as post-traumatic stress, persistent depression, anxiety and somatization reactions, persistent obsessive-compulsive disorder, and insomnia. In fact, the number of hotline consultations has increased rapidly in the wake of the COVID-19 outbreak, which may be due to the use of new media to promote mental health knowledge and improve the public's psychological preparation for the crisis. However, the public's demand for psychological services has increased the professional requirements for hotline operators, who need to have corresponding professional qualifications and rich experience in helping others. Therefore, efforts should be made in the following aspects: (1) establish a talent pool; usually, the psychological hotline operators have basic psychological knowledge and basic counseling skills; (2) improve the supervision and training system for professionals; and (3) form clear management system and service standard for the operation of psychological hotline. When other public health crises occur, work on the psychological crisis intervention hotline by different groups can be targeted and adapted as appropriate (19). In addition, in the next step, the caller's psychological changes and mental state can be tracked after the epidemic, and the impact of crisis events on the public can be explored to identify positive response measures.

There are some limitations to this study. The dynamic observation of psychological hotlines combined with qualitative and quantitative analysis can help understand the public's psychological state in a timely manner during an epidemic. The disadvantage of the study is that the sample size is limited, and the study is restricted by the region, with certain regional characteristics. In the future, we can expand publicity and unite with various provinces and even psychological hotline centers across the country to perform this work. In addition, approximately a quarter of the callers had a detailed history of illness, mainly including some common mental disorders and chronic physical diseases. Most of the drugs being taken are psychotropic. We cannot differentiate between the worsening of a preexisting condition and a specific psychological response to the epidemic. Most of the people seeking help were middle-aged and young people who were willing to actively seek help. They can only represent a small number of people, not the whole. Therefore, to fully understand the public's psychological state, the data should be supplemented in other ways.
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Burnout, depression, and anxiety are prevalent among healthcare workers (HCWs) during the COVID-19 pandemic and have been previously shown to contribute to poor health outcomes and reduced quality of care. Positive psychological constructs such as positive affect and meaning and purpose are related to resilience in the face of significant stress. No studies have examined these associations among a cohort of HCWs during this pandemic. The purpose of this study was to examine the association of depression, anxiety, positive affect, and meaning and purpose with burnout among HCWs during the COVID-19 pandemic. We utilized data from a cross-sectional survey conducted between September 29-December 8, 2021, among a cohort of 2,411 HCWs from a large, tertiary academic health care system in the Chicago area. We employed the Patient-Reported Outcomes Measurement Information System (PROMIS) measures for depression, anxiety, positive affect, and meaning and purpose and burnout was measured by the Oldenburg Burnout Inventory (OLBI). The majority (80.88%) of HCWs in this study identified as White, Non-Hispanic race/ethnicity, female sex (82.37%), and roughly one third were between ages 30–39 years old (30.98%). Registered nurses (26.96%) accounted for the largest single occupation group. The mean burnout score was 36.87 (SD = 7.65), with 53.38% of participants classified as having burnout, and registered nurses demonstrating the highest proportions of burnout (63.54%). Higher depression (coef = 0.15, SE = 0.03, p < 0.001) and anxiety (coef = 0.25, SE = 0.02, p < 0.001) scores were associated with higher burnout in multivariable linear regression models. Increased positive affect (coef= −0.19, SE= 0.02, p < 0.001) and meaning and purpose (coef= −0.12, SE= 0.01, p < 0.001) scores were significantly associated with reduced burnout. Positive affect and meaning and purpose were inversely associated with burnout among a cohort of HCWs during the COVID-19 pandemic. Previous studies of positive affect and meaning and purpose suggest the potential buffering effect that these indices may have on burnout. Future research is needed to examine the effect of positive affect and meaning and purpose on mitigating the negative impacts of burnout, depression, and anxiety among HCWs as they cope with the stress of the COVID-19 pandemic and beyond.
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  healthcare worker (HCW), burnout—professional, positive psychology, depression, anxiety, cohort study


Introduction

Burnout is an ongoing, significant threat to healthcare worker (HCW) well-being and to health systems' abilities to deliver quality, people-centered care (1–4). Burnout is characterized by emotional exhaustion (feeling emotionally drained by contact with patients), depersonalization (extreme detachment from patients), and lack of personal accomplishment (feelings of incompetence and lack of job success) (5–7). Burnout has been linked to poor health outcomes for HCWs- including depression, cardiometabolic risk behaviors (e.g. reduced physical activity, cigarette smoking), increased alcohol consumption, and sleep disruptions (8–11)—and the work environment and patients they care for, such as through increased medical errors, absenteeism, and poor quality of care (12–15).

Studies of burnout have highlighted the severe mental health impacts to HCWs amid the COVID-19 pandemic (16–18). Several literature reviews and meta-analyses have noted increased prevalence of depression, anxiety, sleep disturbances, post-traumatic stress, and other psychological disorders among HCWs since the start of the pandemic (19–24). However, studies have less frequently examined domains of positive psychological wellbeing and their associations with HCW burnout. Additionally, there are few evidence-based interventions to reduce burnout, anxiety, and depression among HCWs. Of available evidence-based interventions for HCWs, these interventions largely focus on mindfulness or meditation-based interventions rather than broader psychological domains of wellbeing (25–28).

Growing evidence from groups experiencing a variety of types of significant life stress, suggests that the ability to maintain positive psychological wellbeing in the context of stress may be protective against mental and physical health consequences of stress and burnout (29–32). Psychological wellbeing has traditionally been conceptualized to include both hedonic, or feelings of positive affect, and eudaimonic, or a sense meaning and purpose in life, domains (33–35). Among HCWs, positive affect has been associated with increased creative problem solving and job satisfaction, and these aspects of psychological wellbeing may help to buffer the stress of the COVID-19 pandemic and reduce the likelihood of burnout (36–38). To that end, a focus on wellbeing has recently been prioritized by the U.S. Surgeon General, as health systems must promote meaning and purpose in work to reduce burnout as HCWs provide life-saving care (39).

In the present study, we examine the associations of depression, anxiety, positive affect, and meaning and purpose with burnout among a cohort of HCWs in the US during the COVID-19 pandemic. We hypothesize that burnout will be positively associated with depression and anxiety, and inversely associated with positive affect and meaning and purpose. We will also examine the extent to which demographic factors (e.g. age, biological sex), occupational role, degree of patient contact, and occupational COVID-19 exposure, provide insights into the association between psychological health and burnout.



Methods


Study design and participants

This was an analysis of data from the Northwestern Medicine Healthcare Worker SARS-CoV-2 Serology Study, a prospective cohort study of healthcare workers from a large, tertiary academic health care system. The study is described in more detail elsewhere but briefly, includes HCWs from 10 hospitals, 18 immediate care centers, and 325 outpatient practices in the Chicago area and surrounding Illinois suburbs (40–42). From May 28 to June 30, 2020, 38,127 Northwestern Medicine HCWs were invited in to participate in an employer-sponsored benefit that provided free SARS-CoV-2 serological testing, for which all HCWs were eligible. A total of 18,985 (49.8%) participated in the employer-sponsored serological benefit. HCWs enrolled in the benefit included 79.6% women and 74.9% non-Hispanic White, 9.7% Asian, 7.3% Hispanic, and 3.1% non-Hispanic Black workers, with a mean age was of 40.6 (SD:12.0) years old, and nurses represented the largest occupational group (n = 1794) (41). Those that attended the serologic testing were recruited to enroll in the Northwestern Medicine Healthcare Worker SARS-CoV-2 Serology Study, a 1-year cohort study, which included monthly, self-administered, online surveys related to COVID-19 exposures, testing, symptoms, and vaccine intentions. In the original 1-year cohort study, 6,510 HCWs enrolled in the study. In June 2021, cohort participants were recruited to continue in an extension cohort study in which 3,538 consented to enroll in the ongoing extension cohort. This present analysis was conducted on psychological health and burnout data collected from the participants who enrolled in the extension and completed a self-administered, online survey between September 29 and December 8, 2021.



Measures
 
Descriptive variables

Participants were asked to report demographics (e.g. race/ethnicity, age, and sex), household size, and occupation (e.g. registered nurse, physician, phlebotomist, administration, etc.). We also asked about patient contact, exposure to procedures, place of work (including home) and self-reported COVID-19 infection. A total of 19 categorizations of occupational roles were included and can be viewed in Supplemental Table 1. For the main analyses, we collapsed occupations into four categories of registered nurse, physician, administrative roles, or other healthcare workers.



Burnout

Burnout was measured using the Oldenburg Burnout Inventory (OLBI), a validated 16–item inventory which measures two core dimensions of burnout: exhaustion and disengagement (from work) (43) and has strong validity and reliability among English-speaking workers in the United States (44). Responses to OLBI items range from 1 (totally disagree) to 4 (totally agree), and total scores range from 16 to 64. Consistent with work by Peterson et al. (45) we dichotomized burnout for descriptive analyses such that participants who had an average disengagement score of 2.1 or greater and an average exhaustion score of 2.25 or greater, were classified as having burnout. For our multivariable linear regression analysis, the OLBI score was kept continuous.



Psychological health

We utilized several measures from the Patient-Reported Outcomes Measurement Information System (PROMIS) computer adaptive tests (CAT) for measurement of psychological health, including anxiety, depression, positive affect, and meaning and purpose measures (46–49). All of the selected PROMIS psychological measures are examined as T-scores (M = 50, SD = 10) of the general population (50). We utilized cut points (e.g. high, average, low, etc.) to interpret the clinical significance of T-scores. For the PROMIS depression and anxiety measures, the cut points for normal limits of anxiety or depression are T-score values below 55, mild from 55 to 60, moderate from 60 to 70, and severe above 70. For PROMIS positive affect and meaning and purpose, T-score value cut points for very high scores greater than 70, high from 60 to 70, average from 40 to 60, low from 30 to 50, and very low with values less than 30. See Supplemental Figure 2 for interpretation of these measures. For all PROMIS measures, 3 T-score units can be interpreted as a meaningful difference in T-score values (51, 52).



Statistical analyses

We completed univariate analyses of all study data, including indices of central tendency (mean, median, 95% CI, etc.). T-tests for comparison of mean values of continuous demographic and health characteristics and chi-squared tests for comparisons of proportions for categorical characteristics were used to assess burnout as a dichotomous variable for descriptive analysis and to guide selection of covariates for our linear regression model. For the main analysis, OLBI scores were analyzed as a continuous outcome measure in a multivariable linear regression model to assess the association between depression, anxiety, positive affect, and meaning and purpose on burnout with selected covariates so that our analysis was sufficiently powered. Variables were included in the model based on the literature or significance at the p < 0.05 level in unadjusted analyses. The most parsimonious model was selected and reported. Moreover, respondents to the psychological health and burnout survey were compared to non-respondents among the 3,538 participants, to determine whether there were any significant differences in demographic characteristics and occupation. All analyses were conducted using Stata/IC (StataCorp) version 15 (53).



IRB

This study was approved by the Northwestern University Review board (STU00212515) prior to recruitment of HCWs, and all participants provided written informed consent at study enrollment.





Results

A total of 2,619 of 3,538 (74%) individuals in the cohort study responded to the online survey, with 19 of respondents missing baseline data (e.g. age, gender, and occupation). Compared to non-respondents, survey respondents were significantly older, and more likely to identify as female sex and White race. Survey respondents also were significantly more likely to work in administrative roles and less likely to work as a physician or registered nurse. After removing participants who had missing data on burnout and key independent variables (e.g. age, gender, and PROMIS measures), a total of 2,411 participants were included in the current analyses (data flow diagram in Supplemental Figure 1). Table 1 contains demographic and work-related characteristics of the sample. The majority (n = 1,950, 80.88%) of HCWs in this study identified as White, Non-Hispanic race, and female sex (n = 1,986, 82.37%), and roughly one third (n = 747, 30.98%) were between ages 30–39 years old. Registered nurses (n = 650, 26.96%) accounted for the largest single occupation of HCWs, followed by physicians (n = 431, 17.88%) and administrators (n = 416, 17.25%). The mean score of burnout as measured by the OLBI was 36.87 (SD = 7.65), with 53.38% participants classified as having burnout based on cutoff scores. The highest proportion of HCWs with burnout were registered nurses (63.54%), followed by physicians (53.60%) and other healthcare occupations (53.28%). The proportion of HCWs experiencing burnout also varied by age, sex, and self-reported COVID-19 infection and exposure (Table 1). For instance, a significantly greater proportion of HCWs reported burnout identified as female sex (n = 1,098, 55.29%, p < 0.001) than those who identified as male sex (n = 189, 44.47%). Further, 71% (n = 251) of HCWs ages 18–29 years old were classified as having burnout, and the proportion of HCWs with burnout were significantly lower among 50–59 years-old (n = 203, 42.74%) and HCWs ages 60 and above (n = 73, 28.63%, p < 0.001). HCWs within single-person households also demonstrated the highest proportion of burnout (60.73%), with fewer individuals reporting burnout among two or more person households. Individuals with self-reported history of COVID-19 infection (n = 207, 58.81%) were significantly more likely to report burnout than those who did not report any history of COVID-19 infection (n = 1,080, 52.45%, p < 0.001).


TABLE 1 Demographic characteristics of HCWs and associations with burnout.

[image: Table 1]

A total of 359 respondents (14.89%) had a PROMIS-depression score more than one standard deviation above the mean, as well as 346 (14.35%) for the PROMIS-anxiety. Additionally, 14.35% (n = 346) of respondents scored one standard deviation below the mean for the PROMIS-positive affect, and 16.47% (n = 397) scored a standard deviation below the mean for the PROMIS-meaning and purpose score (see Supplemental Figure 2 for PROMIS measure distributions and cut-point descriptions).

In our multivariable linear regression model (Table 2) higher depression (coef = 0.15, SE= 0.03, p < 0.001) anxiety (coef = 0.25, SE = 0.02, p < 0.001) and lower positive affect (coef = −0.19, SE = 0.02, p < 0.001) and meaning and purpose (coef = −0.12, SE= 0.01, p < 0.001) scores were significantly associated with increased burnout scores. In addition, HCWs ages 60 years or older had lower burnout scores (coef = −3.25, SE = 0.46, p < 0.001) compared to individuals who were 18-29 years old; registered nurses (coef = 2.37, SE = 0.38, p < 0.001) and physicians (coef = 1.46, SE = 0.43, p = 0.001) reported greater burnout scores than individuals with administrative roles; and female respondents (coef = 1.07, SE = 0.25, p < 0.001) reported greater burnout scores than males. We also completed a logistic regression analysis which did not find any difference in factors associated with burnout as a dichotomous outcome (see Supplemental Table 1). Each unit increase in positive affect was associated with a 6% decrease in reported burnout (OR: 0.94, SE: 0.01, p < 0.001), and each increase in meaning and purpose was associated with a 5% decrease in burnout (OR: 0.95, SE: 0.01, p < 0.01).


TABLE 2 Multivariable linear regression analyses of the association between psychological measures and burnout (OLBI) adjusted for demographic characteristics, occupational group, and COVID infection history (n = 2,411).
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Discussion

We found that among a cohort of HCWs who had been working since prior to the COVID-19 pandemic, higher scores on depression and anxiety were significantly associated with higher burnout. In contrast, positive affect and meaning and purpose were inversely associated with burnout scores. These statistically significant associations were stable even with the adjustment for other independent factors associated with burnout in our cohort (including age, female sex, occupational role, and patient contact, and COVID-19 exposure). We noted that burnout was prevalent (53.38%) in this cohort of HCWs at the time of data collection. Our findings also highlight the intersections of age, occupation, and sex in experienced depression, anxiety, positive affect, and meaning and purpose in association with burnout, with individuals with lower age, female sex, and occupational role as a physician or nurse with greater burnout.

Numerous studies have characterized the extent of burnout amid the COVID-19 pandemic and factors associated with higher rates of burnout. Our findings indicated that half of our participants were classified as having burnout as measured by the OLBI, (45) consistent with other estimates of burnout during the pandemic (54–57). For instance, Denning et al. (56) noted that 67% of HCWs in United Kingdom, Poland, and Singapore reported burnout based on the OLBI. Other studies reported even higher levels of burnout in HCWs, ranging from 75 to 79% (55, 57). These higher rates may be due to slightly different definitions of burnout or measurement at different points in the pandemic. Our findings are also consistent with other studies in that demographic and work characteristics associated with higher burnout scores included female sex (54), being a nurse, physician, or other patient-facing occupational role (56).

Our findings demonstrate that HCWs reported symptoms of depression and anxiety during the COVID-19 pandemic. This is not surprising as other studies have reported high rates of significant psychological distress by HCWs during the COVID-19 pandemic (11, 58–64). A meta-review of 40 systematic reviews of studies of HCWs during the pandemic found that depression and anxiety were the most prevalent mental health conditions (61). In concordance with our findings, another rapid review of the psychological impact to HCWs amid the COVID-19 pandemic noted that nurses who identified as female with contact to COVID-19 patients had the highest prevalence of mental health problems (65). Notably, given that surges in COVID-19 cases are mirrored with increased levels of burnout (66), the data collection period of our study may have led to lower reports of symptoms of depression, anxiety, and burnout in our sample, given the relative lull in COVID-19 cases occurring during that period.

We found a significant inverse association of positive affect and meaning and purpose with burnout in our cohort. Several studies, some completed before the pandemic, had similar findings. For example, one study of social workers in China in May 2021 found that positive affect was inversely associated with psychological distress, while negative affect was associated with higher with psychological distress (38). A study of primary care physicians in Spain conducted in 2013 found that positive affect mediated the relationship between lower resilience, lack of development, and burnout (67). Similarly, Barnett et al. observed that meaning and purpose was significantly inversely associated with burnout prior to the COVID-19 pandemic (37). One study also conducted prior to COVID-19 examining psychological well-being among HCWs noted that nurses, who were overwhelmingly female, reported significantly lower positive affect than other healthcare professionals (68). Similar studies have not been conducted during the COVID-19 pandemic. To our knowledge, our study is the first to report the associations of positive affect and meaning and purpose with burnout scores among a large cohort of multidisciplinary HCWs during the COVID-19 pandemic. While interventions exist to increase positive affect (31, 32, 69–71), researchers have yet to assess the efficacy, feasibility, and acceptability of these targeted interventions among HCWs.

This study has several limitations. First, our study participants largely identified as White race and female sex, and worked as registered nurses, physicians, or administrators, which may limit the generalizability of our findings to HCWs who are non-White, male sex or gender-non-binary, or work in other healthcare roles including staff with patient contact (e.g. custodial staff, nursing assistants, security, etc.). Further, despite high burnout reported among individuals within single person households, we did not include household size in our regression models due to high missingness of data for this variable in our sample. More research is needed to focus on the specific experiences with burnout and psychological wellbeing for these HCWs. The initial recruitment strategies for this cohort study included a focus on COVID-19 testing at the time of data collection, which may have also biased this sample towards HCWs who require in-person work associated with their role. We also utilized online recruitment and survey methods for data collection, which may have limited our ability to reach some HCWs for recruitment and engagement in this study. Of note, our utilization of PROMIS measures has limited our ability to determine clinically significant differences in psychological health and burnout, as PROMIS measures are not diagnostic tools for psychological well-being (52). Further, our analysis was conducted utilizing cross-sectional data, which precludes any ability to determine causality and directionality in the associations between psychological health and burnout. Future studies are needed to examine causal mechanisms of burnout associated with clinically meaningful differences in psychological health, as well as examinations of effective interventions to reduce burnout among HCWs.



Conclusions

In conclusion, the prevalence of burnout, depression, and anxiety were high among HCWs during the 2nd year of the COVID-19 pandemic. However, positive affect and meaning and purpose were associated with lower levels of burnout. As we have noted in our findings, individuals who are younger, identify as female, and work in patient-facing occupational roles (e.g. RNs, MDs) were associated with higher rates of increased burnout in this study and would benefit from targeted interventions to promote resilience in these populations. Future research is needed to examine the association of specific domains of burnout- including exhaustion and disengagement- with depression, anxiety, meaning and purpose, and positive affect. Individual-level and systems-level interventional studies are needed to develop evidence-based interventions, potentially through increasing positive affect and sense of purpose, to reduce burnout and increase the resiliency and psychological wellbeing of the HCWs who are critical to providing health care before, during, and after current and future pandemics.
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Introduction: Police officers work in a variable environment under different circumstances and often involves stressful situations. This include working irregular hours, ongoing exposure to critical incidents, confrontations and violence. community police officers are mainly out in the society and have daily contact with the general public. critical incidents can also consist of being criticized and stigmatized as a police officer, both from the public but also lack of support from their own organization. There is evidence on negative impacts of stress on police officers. However, knowledge about the nature of police stress and its various types is insufficient. It is assumed that there are common stress factors which are universal among all police officers in different contexts but there is a lack of comparative studies to provide empirical evidence. The aim of this study is to compare different types of stress among police officers in Norway and Sweden and how the pattern of experiencing stress has changed over time in these countries.



Methods: The study population consisted of patrolling police officers from 20 local police districts or units in all seven regions in Sweden (n = 953) and patrolling police officers from four police districts in Norway (n = 678). A 42-item Police Stress Identification Questionnaire was used to measure the stress level.



Results: The findings show differences in types of stressful events as well as its severity among police officers in Sweden and Norway. The level of stress decreased over time among Swedish police officers whereas it showed no change or even an increase among the Norwegian participants.



Discussion: The results of this study are relevant for policy-makers, police authorities and lay police officers in each country to tailor their efforts to prevent stress among police officers.



KEYWORDS
stress, police, comparative study, Sweden, Norway





1. Introduction

Police officers are exposed to emotionally demanding situations, which come with the job. These situations include not only being confronted with death and illness and dealing with crime and accident victims but also interacting with perpetrators and disturbing persons and being exposed to various types of threats (1, 2). Police work includes regular and ongoing exposure to confrontation, violence, and, at its most extreme, potential harm to the officer's life (3). Many of these situations involve vulnerable people who are expected to receive support from the police (4). Therefore, police officers are continuously exposed to critical incidents as a part of their daily work. However, these critical incidents can also involve being criticized and stigmatized by the public and receiving little support from their own organization (5). For example, in a study on citizens' decisions to complain about the police, McLean (6) showed that the likelihood of complaining increases when the citizen perceives the interaction as procedurally and distributively unfair and when the outcome is unfavorable. In addition, police officers often work irregular hours, a factor that has been seen to negatively affect their health (e.g., an increased risk of cardiovascular disease) (7).

In summary, the complexity of demanding work-related situations and the factors described above have been shown to affect the stress levels of police officers (8–10). Although many investigations in police research have indicated the role of stress in police work, little is known about the various types of police stress. Without a comparative approach, it is difficult to determine whether there are some types of stress that are common among all police officers. In this comparative study, we aim to contribute to police stress research, identify specific types of police stress in Sweden and Norway, and assess the severity of these stress factors in both countries. We argue that this issue is highly relevant to police work and the profession because the identification of specific stress factors in police work creates the opportunity to develop resilience programs aimed at preventing long-term negative psychiatric, psychological, and social consequences for police officers. Moreover, the identification of police stress contributes to self-awareness among police officers and to police education by supporting the development of theoretical and practical modules to prepare police trainees for future police work. Researchers have reported the long-term effects of stress on police officers, which include maladaptive and antisocial behaviors, such as problem drinking, hyper-aggressiveness, and violence in work and private life (11, 12).

The current study compares Norway and Sweden because of the many similarities in their criminal justice systems (13); for example, the police are unified and state-organized, and each country is divided into police districts with a considerable degree of independence (13). However, there also exist several differences, including those in the way they organize prosecution, the number of police per resident, and the regulations concerning force resources (e.g., pepper spray and firearms). Furthermore, police work is carried out differently in Sweden and Norway. Norwegian police do not carry firearms unless the situation is expected to merit it (14), this is derived from that the police adopt a philosophy of policing by consent rather than policing with the threat of force.



2. Theoretical framework

Stress is defined as human psychological and physiological adaptation to the environment (15). Coping is defined as a cognitive resource for managing stressful internal and external situations (16). The coping theory introduced by Folkman and Lazarus contributes to increasing our understanding of the relationship between human cognition and the environment through primary and secondary appraisals. In their early studies on coping, Folkman and Lazarus suggested two coping mechanisms: problem-focused and emotion-focused coping. Later, two other main mechanisms of coping, namely, meaning-focused and support-seeking coping, were presented (16). Adding John Violanti's research on police stress from the early 1990 s until now and the long-term consequences of exposure to massive stress creates an opportunity to comprehensively study the stressful work environment of police (16–22). In this article we use coping theory as our point of departure. Police work requires mental preparation before acting or managing complex threatful situations. Given that Coping theory is based on individual's appraisal, it would contribute in understanding how police officers recognize the source of stress and how they organize their policing based on their judgment of the stressful event. Stress in police work.

Many studies support the notion that police work is highly stressful (9, 23–26) and that police officers experience high levels of work-related stress relative to many other occupations (27). For example, working with traumatized victims and conducting homicide inquiries are stressors in the area of criminal investigation (28–30). Police work also involves shift work, traumatic events, staff shortages, and bureaucratic burden, all of which are considered stressful. Lucas and colleagues (31) found that killing in the line of duty, inadequate supervisor support, departmental politics, and insufficient personnel are work stressors that are rated as especially stressful; meanwhile, assignment to nonpolicing duties, demand for high morality, promotion, and boredom are not rated as especially stressful. Job dissatisfaction, workplace discrimination, lack of cooperation among coworkers, and exposure to critical incidents are associated with perceived work stress (32). Additionally, studies have addressed different stress patterns among female and male police officers (33, 34). Some studies have explored the relationship between police officers' strategies to cope with stress and police culture (10) while other studies have focused on individual factors, such as age and gender, in relation to police officers' coping strategies (35). Gershon and colleagues (32) found that avoidant or negative coping is associated with higher levels of perceived work stress and adverse health outcomes.

The present study focused on the comparison of stress levels between police officers in Sweden and Norway and the temporal changes over time.



3. Methods


3.1. Setting

This study comprises police officers from two neighboring Scandinavian countries, namely, Sweden and Norway.


3.1.1. The Swedish police

The Swedish police is a national authority with seven geographical police regions comprising 100 local police districts. In 2018, approximately 30% of 20,040 police officers were women, and the average age of all officers was 44 years. The Swedish Police Authority is led by the National Police Commissioner.



3.1.2. The Norwegian police

The Norwegian police is a national authority consisting of 12 police districts and is mainly responsible for police operations within a geographical area. There are approximately 10,000 police officers, approximately 30% of whom are women.




3.2. Data collection

Data originated from three investigations: the Mareld study (36) in Sweden and two studies aimed at evaluating conducted energy weapons (CEWs) in Sweden and Norway. A Conducted Energy Weapon (CEW) is a device that delivers low amperage electrical current into its target, temporarily impacting the sensory and motor nervous system. When properly deployed, a CEW can disable an assailant with limited risk of long term or substantial injury. Response rate was 52% in the Swedish sample and 56% in the Norwegian sample. The authors were assigned by the Stockholm Police Region to conduct a scientific investigation (Mareld) with a focus on the health and working conditions among police officers working in so-called vulnerable areas in Stockholm, a term applied by the Swedish Police to areas with high crime rates and social exclusion. The data were collected from 2017 to 2020. In addition, the authors evaluated the test periods on CEWs of the Swedish and Norwegian police forces. The Swedish test period was between 2018 and 2019, and the Norwegian test period was between 2019 and 2020. In all three investigations, data were collected annually in three phases.

All police officers present at work were eligible to take part in the study. Participation was voluntary and no incentive was given to participants. The entire sample consisted of patrolling police officers from 20 local police districts or units in all seven regions of Sweden (n = 954) and patrolling police officers from 4 police districts in Norway (n = 677).


3.2.1. Sample and data collection in the Mareld study

The researchers visited three local police districts in the Stockholm Police Region in spring 2018 and spring 2019 and personally informed them about the project and ethical issues to obtain informed consent. The project was described in a letter and a paper survey was distributed. The third data collection in spring 2020 was modified because of the COVID-19 pandemic; specifically, one appointed police officer in every three local police districts distributed and collected the paper survey and then sent it to us by mail. The project was described in an information letter provided to the respondents.

This study was approved by the Regional Ethical Review Board of Umeå University (Dnr 2017/516-31). This project was funded by the Stockholm Police Region.



3.2.2. Sample and data collection in the Swedish CEW study

The surveys and prepaid return envelopes were sent in a sealed envelope to the contact persons at each local police district or unit for distribution to police officers who could respond to the survey and return it using the prepaid return envelopes in December 2017. The project was presented to the researchers' contacts in the police authority through written and verbal descriptions. A reminder was conveyed to the contact persons through e-mail and communicated further to the police officers. This convenience sample was used because of confidentiality rules in the Swedish police organization. In November 2018 and November 2019, a link to the web survey and an information letter were distributed through e-mail to the police officers involved in the study by the contact person within the police authority. Two reminders were sent to police officers by e-mail.

This study was approved by the Swedish Ethical Review Authority (Dnr 2019-02464). This project was funded by the Swedish Police Authority.



3.2.3. Sample and data collection in the Norwegian CEW study

The dataset was based on a survey conducted among all police officers who participated in the CEW evaluation. The survey and an information letter describing the project were distributed by the National Police Directorate through e-mail and made available to all participating officers in the evaluation of CEWs. Two reminders were sent to the police officers by e-mail. Once the data were collected, they were handed over to the research team after being anonymized.



3.2.4. Instrument

A 42-item Police Stress Identification Questionnaire (11) was used to measure stress levels with the following instruction: “These questions map different types of stressors that affect you as a police officer or civil servant. Mark with a cross how strong you experienced the stress. It can be both that you experienced the event or that you experienced the risk of it happening as stressful.” A numerical rating from 0 to 9 was applied, with 9 indicating the most stressful level. A previous study has reported the validity and reliability of the instrument (11). Reliability of the questionnaire was checked with internal consistency assessment methods. Consistency of the entire scale was assessed using the Cronbach's alpha coefficient which was 0.95.

To ascertain face validity, we interviewed nine police officers focusing on items provided to them and discussed them, given their personal experiences that may lead to generating new items (11). The interviewees, aged 30–60 years, had on average more than 10 years of experience in the field. They were informed about the study's aim. Each interview took approximately 30 min. The content of interviews was discussed in our authorship group using content analysis and our theoretical perspectives. Phrases identified from the content analysis were discussed in the expert panel, including one expert in the field of stress and coping and an experienced police officer, and provided the basis for modifying or rewording the items and generating new items that were not included in the preliminary list. Interview data were used to confirm concepts in the existing literature about police stress and explore new areas. The results from confirmatory factor analysis showed the highest fit for data, suggesting construct validity of the PSIQ (11).



3.2.5. Statistical methods

A random-effects ordered logistic model was adopted to analyze the data. Ordered logistic models were used to compare stress levels between police officers in Sweden and Norway as well as the temporal changes over the study period. We assessed (1) whether there is a difference between Sweden and Norway; (2) any changes in the mean score of stress items over time (three time points); and (3) the interactions between country and time point, that is, whether or not the change over time differs between Sweden and Norway. This method is designed to estimate models in the presence of a variable number of waves for each individual (37). Some individuals participated once, twice, and all three times. In this structure, repeated observations (panels) are nested within individual observations. We chose an optimal statistical method that accounts for the correlation between within-person measures repeated over time. We also estimated the predicted means in the form of average marginal effects (38) of the stress items at each measurement point for each country.

All estimations were performed using Stata version 16.1 (StataCorp, College Station, TX).





4. Results

A total of 1,631 police officers (677 from Norway and 954 from Sweden) participated in this study (73% of them were male). Their baseline ages ranged from 22 to 66 years (mean age = 35 years; SD = 8 years).

Figure 1 shows the mean scores for the stress items among the Swedish and Norwegian police officers. The police officers in both countries identified “That my colleague was suddenly shot, which led to serious injury or death” as the most stressful factor, followed by “That family members have received death threats.” Both countries identified “Regretting becoming a police officer” as the least stressful factor.


[image: Figure 1]
FIGURE 1
Mean score for stress items among Swedish and Norwegian police officers.


The mean score for the majority of the items (26 out of 42 items) was significantly higher among Norwegian police officers, suggesting that they experience a higher level of stress than their Swedish counterparts. Only five items were scored higher among Swedish police officers. These items are as follows:


	P13. Working night shift

	P24. That the law is ineffective in dealing with interventions against offenders

	P33. It is hopeless to be a police officer

	P34. That I feel that police work has become much more difficult than before

	P38. Regretting becoming a police officer



Table 1 presents the mean scores of the 42 stress items among police officers in Sweden and Norway.


TABLE 1 Mean scores for the stress items among police officers in Sweden and Norway at three measurement points.
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4.1. Interaction between time and country

We found an interaction between time and country for 23 items, suggesting that Sweden and Norway showed different patterns regarding changes in stress levels over time. These interactions can be classified into the following four patterns. There were 15 items that belonged to Pattern 1, 6 items to Pattern 2 and one item in each pattern 3 and 4.


Pattern 1: No difference over time in Norway and a decreasing trend in Sweden

There were 15 items that showed no difference over time in Norway but decreased in Sweden. (Figure 2).


	6. Receiving a death threat when on duty

	16. Lacking a good supervisor

	18. That the division of roles is unclear in the unit or in the organization

	20. Lacking advanced knowledge in police work

	21. That internal investigation is carried out when mistakes are made

	22. The cumbersome paperwork

	23. That supervisors do not do their job

	24. That the law is ineffective in dealing with interventions against offenders

	28. To have a low degree of communication with one's life partner

	34. That I feel that police work has become much more difficult than before

	35. That the work culture within the organization disturbs me

	36. Performing new routines in connection with reorganization

	38. Regretting becoming a police officer

	41. Not being able to do the job due to scarce personnel resources

	42. Meeting vulnerable people without being able to help them
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FIGURE 2
Estimated average marginal effects of stress items in pattern 1.




Pattern 2: an increasing trend in Norway and a decreasing trend in Sweden

We found 6 items that in average increased over time in Norway but showed a decreasing trend over time in Sweden (Figure 3).


	11. Handling body parts in connection with suicide or accidents

	17. That reorganization takes place

	19. Living with guilt related to unsuccessful assignments

	32. That the image of the police is distorted on the internet and in the media, such as TV and newspapers

	33. It is hopeless to be a police officer

	39. To perform tasks that are against my own values




[image: Figure 3]
FIGURE 3
Estimated average marginal effects of stress items in pattern 2.




Pattern 3: decreasing trend for both Sweden and Norway

There was one item for which the mean value decreased over time in both countries (Figure 4).


	25. Having access to poor and outdated equipment




[image: Figure 4]
FIGURE 4
Estimated average marginal effects of stress items in pattern 3.




Pattern 4: increasing trend in Norway and no change over time in Sweden

There was one item with an increasing trend over time in Norway but no change in Sweden (Figure 5).


	13. Working night shift




[image: Figure 5]
FIGURE 5
Estimated average marginal effects of stress items in pattern 4.






5. Discussion

The aim of this study is to compare different types of stress among police officers in Norway and Sweden and investigate how the pattern of experiencing stress has changed over time in these countries. Both countries are highly developed and are economically comparable, but they hold significant disparities in terms of societal problems and population dynamics. Prior research tends to consider police work in northern countries in a similar manner. Researchers have also emphasized the extent to which the police in Nordic countries are renowned for emphasizing “soft policing” based on notions of prevention, social inclusion and an equal relationship between members of the civil society and the police (39). In general, Nordic police are endowed with a high level of public trust, and the general public perception is that discrimination and differential treatment rarely exist (13, 40, 41). We provided empirical evidence of potential differences in police work between the two countries that demand specific attention from their respective authorities. We found that Norwegian police officers experienced low stress (score of 1–3.9) for 21 items, such as “Regretting becoming a police officer” and “Working night shift”; medium stress (score of 4–6.9) for 19 items, such as “Having access to poor and outdated equipment “ and “Threats of physical violence”; and high stress (score of 7–9) for 2 items, namely, “To be injured by chemical substances” and “That my colleague was suddenly shot, which led to serious injury or death.” Contrary to Norway police, Swedish police had 32 items under the low stress category (e.g., “Regretting becoming a police officer”), 10 items in the medium level category (e.g., “Receiving a death threat when on duty”), and no item in the high level stress category. On average, Norwegian police officers reported higher levels of stress than their Swedish counterparts. Burke and Mikkelsen (42) reported that Norwegian police officers experience high levels of cynicism because of job stress and burnout. Findings from a nationwide survey of 3,272 Norwegian police personnel exploring the association between job stress and physical and mental health showed that frequent exposure to work stress is associated with health problems (43). The results showed that Norwegian police have high levels of musculoskeletal health problems, which are mainly associated with the frequency of job pressure and lack of support. The report concluded that daily routine work, as well as police operational duties, must be considered when assessing job stress and police health. There is a lack of national surveys among Swedish police regarding job stress, but a number of investigations have reported experienced job demand and police stress as a source of poor mental health (11, 23). Further investigation is needed to determine whether differences in aspects such as police organizational settings in the two countries are associated with higher levels of stress among Norwegian police officers.

Another explanation could be the fact that Norwegian police officers do not carry service weapons in their belts; they store their service weapons in the patrol car and equip them when necessary. This might explain why Norwegian police officers reported significantly higher stress on items 4–6, 12, and 14 (threat and violence on duty) compared with Swedish police officers when there are no significant differences for item 40 (threat of violence off duty). In other words, there is a difference in stress when the officers are on duty, with only Swedish police being armed, but there are no differences when they are off duty and unarmed. Meanwhile, there is no difference between the countries in terms of item 25, which is related to poor or outdated equipment. This needs to be investigated further as the issue of armed or unarmed police involves more perspectives than officers' perceptions of stress. Finally, the long-term effects of being armed on police officers need to be considered at individual and societal levels.

The findings of this study show a decreasing trend over time for most of the items among Swedish police officers. By contrast, the findings reveal no change or even increase over time for some items among the Norwegian participants. A possible explanation for this could be related to the Swedish police reorganization into one national authority in 2015. The first data collection was conducted three years after the reorganization, and the last data collection was conducted five years after the reorganization. During the first few years after the transformation into the national police authority, many supervisors had to apply for new positions, and during this time, many supervisor positions were temporary, resulting in accountability being at risk or unclear. In addition, many previously well-functioning units were reorganized, possibly causing distress among the personnel. The organization might have stabilized five years after the reorganization. Some studies have reviewed police reforms. For example, Mendel and colleagues (44) found relatively strong evidence for a range of risks involved in police mergers, such as the risk of loss of skills and competence, risk of disruption to employer–employee relationships, and risk of problems being exacerbated by inadequate planning and management. In addition, the Swedish Agency for Public Management (Statskontoret), which is responsible for evaluating police reorganization, found that the new organization lacks management and communication (45).

Another explanation could be that during the study period, Swedish police authorities initiated several interventions with the goal of improving safety and security in society. In 2017, the Swedish government announced a broad political consensus that Sweden's internal and external security must be strengthened through public security and institutional protection (46). Given this mission, there is a need to enhance crime prevention efforts by practical and political actors and capacity building for police units as one of the main stakeholders in fighting crime.

Our investigation has several limitations. The sample comprised only patrolling police officers which limits the generalizability of the findings. Items were selected from a range of possibilities that are relevant to patrolling police officers whose tasks are unique and somehow different from other police employees. Including desk police officers would require a different set of items that specifically concerns the target group. Being a police officer is a complex and diverse profession, and it is impossible to capture all possible stressors in police work in one questionnaire. As the first step, we decided to focus on patrolling police officers, who deal with certain types of stressors and move forward to a broader range of police stressors in future research.

In future studies, it would be relevant to use multiple methods to develop quantitative and qualitative data (such as participant observations) to explain the differences in various types of stress between the two countries. There are several other important future research directions that this study did not cover. For example, it would be interesting to investigate how subjective experiences of stress are connected to societal forces and the kinds of interactions that take place between the public and the police.
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Background: Mental health issues are common among United States medical students, and the AAMC has established recommendations for student mental health services provided by medical schools. Few studies directly compare mental health services at medical schools across the United States and, to our knowledge, none analyze how well schools adhere to the established AAMC recommendations.



Objective: To determine whether mental health services at United States medical schools adhere to established guidelines.



Methods: From October 2021 to March 2022, we obtained student handbooks and policy manuals from 77% of the accredited LCME United States medical schools. The AAMC guidelines were operationalized and placed into a rubric format. Each set of handbooks was independently scored against this rubric. A total of 120 handbooks were scored and the results were compiled.



Results: Rates of comprehensive adherence were very low, with only 13.3% of schools displaying adherence to the full set of AAMC guidelines. Partial adherence was higher, with 46.7% of schools meeting at least one of three guidelines. Portions of guidelines whose requirements reflected a standard for LCME accreditation displayed a higher rate of adherence.



Conclusion: The low rates of adherence across medical schools, as measured by handbooks and Policies & Procedures manuals, represents an opportunity to improve the mental health services within United States allopathic schools. An increase in adherence could be a step towards improving the mental health of United States medical students.
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Introduction

In recent years, medical schools have sought to foster wellness with encouragement of activities such as mindfulness, exercise, peer connections, healthy diet, and self-care (1). However, mental health is an often overlooked aspect of wellness, despite the higher rates of depression, burnout, and suicidal ideation present in medical students compared to the general population (2, 3). Therefore, it is necessary to ensure students are receiving adequate support and mental health services to best support their patients and themselves. However, there is little research available on the information provided to medical students regarding the availability of mental health services.

Both the Association of American Medical Colleges (AAMC) and the Liaison Committee on Medical Education recognize medical student mental health as a vital aspect of education and suggest the availability of counseling, and the AAMC has a publicly available set of guidelines regarding mental health services for students at United States allopathic schools (Table 1) (4, 5). Despite widespread recognition of the existing barriers to mental health care, the AAMC guidelines remain the only publicly available document guiding the structure of mental health services offered to medical students in the United States. Additionally, the authors are not aware of any research directly comparing the availability of mental health services across United States medical schools. However, the availability of substance use treatment for medical students has been assessed by examination of school handbooks and policy manuals (6). Using similar methodology to evaluate the accessibility of mental health services in medical schools, we reviewed medical school student handbooks and Policies & Procedures (P & P) manuals to assess adherence to the established AAMC guidelines.


TABLE 1 Operationalized rubric of AAMC mental health guidelines for medical schools.
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Methods

From October 2021 to March 2022, we sought to obtain medical student handbooks and Policies & Procedures (P & P) manuals from the 155 LCME accredited US allopathic medical schools. Most documents were easily accessible via the schools' main websites. When a document was not readily available online, we contacted the medical school's office of student affairs or equivalent office via email and phone a maximum of three times. Schools replying to contact after the month of March 2022 were not included in the analysis. Documents were examined when they were identified as either a “student handbook” or “policy & procedure manual” through title or by confirmation via school representatives.

The AAMC guidelines for mental health services were separated into clauses, and then operationalized into a rubric (Table 1). Each set of documents was scored according to the ternary categorical rubric, with the three categories being “adherent,” “indeterminate,” and “nonadherent.” Guidelines were considered “adherent” when all the rubric criteria were met. The term “indeterminate” was applied to criteria when documents contained instructions on where to obtain the corresponding information, but did not provide the information within the text. This term was chosen as the completeness of the information provided was unclear, and the multiple steps required to access the information presented a potential boundary to care. For example, a document with the statement “Inquire at the Office of Student Affairs for information on mental health services” would be labelled “indeterminate” for criteria 1a, as it does not provide any information on the availability of confidential counseling but does provide an avenue for further inquiry. Documents were considered “nonadherent” to a criteria when the information was not present in the text, and no further information on where to locate the information was presented.

The scoring of documents was performed by EWH, and frequency of criteria adherence was added into a spreadsheet. In order to ensure consistency, results were intermittently spot checked. When all documents had been scored, we generated descriptive statistics based on the frequency count of adherence for each criterion. This structure and publication of this study followed the most recent Standards for Quality Improvement Reporting Excellence (SQUIRE) guidelines (7). The Colorado Multiple Institutional Review Board (COMIRB) designated this study as non-human research and not in need of review.



Results

Out of 155 schools, we were successful in obtaining documents from 120 (77.4%). Of the outstanding 35, six schools denied access to the documents, and the remaining 29 did not respond to repeated requests. A final 120 (77.4%) sets of school documents were inspected. Document length ranged from 14 to 454 pages.

Of the 120 sets of documents analyzed, sixteen (13.3%) adhered to all AAMC guidelines for mental health services. Thirty-three schools (27.5%) fulfilled the criteria for only one AAMC guideline, and sixty-four schools (53.3%) did not fulfill the criteria for any AAMC guideline. Guideline 2 had the highest frequency of adherence, with 39 schools (32.5%) fulfilling criteria. Individual criteria had higher rates of adherence. Criterion 2b, which details non-involvement of psychiatric providers in evaluation of patient-students, was adhered to by 95 schools (79.2%). The second highest criterion, with 88 sets of documents (73.3%) adhering, was 1a, detailing the availability of confidential counseling for students (Table 2). These results are graphically represented in Figure 1.
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FIGURE 1
School document adherence to criteria, in percentage of total schools analyzed.



TABLE 2 Adherence, nonadherence, and indeterminate adherence by AAMC guideline.
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Discussion

Our findings demonstrate the need for increased focus on provision of mental health treatment. Fewer than 14% of schools fully adhere to all of the established AAMC guidelines. Even one of the most commonly fulfilled criteria, availability of confidential counseling services, was present in fewer than 75% of the published documents. In fact, our data show that most medical school documents did not adhere to any of the AAMC guidelines. The highest degree of adherence was to criterion 2b, which is directly related to the LCME standard of accreditation which requires that health professionals involved in psychiatric or psychological care of a medical student not be involved in that student's assessment or promotion (5). This LCME standard also recommends availability of student counseling, but the recommendation is not compulsory (5). This LCME standard relating to criterion 2b and 1a may contribute to their high rate of adherence. The other criteria are not reflected in LCME standards, and there is a drop in adherence of 29% between criterion 2b and the third most fulfilled criterion, 1b, which details the importance of separating mandatory evaluation and elective treatment. One possibility for the difference could be that medical schools' abidance to the AAMC guidelines is driven by accreditation standards. This presents the possibility that adherence to these guidelines could be improved by adapting the LCME standards to include specific requirements regarding student mental health services. If accreditation standards mandated the availability of student mental health services, it is likely that more schools would offer these services and provide information in their handbooks and official P & P manuals.

Medical students have unique mental health needs. They face intense and increasing competition in nearly all aspects of their training, from the rising standards of admission to the increasingly competitive residency match (8, 9). As a result, medical students are under immense academic and emotional stress and regularly report perceiving limited support from their medical schools, which may be one of many factors that contribute to their high rates of depression and anxiety (10). In spite of medical training in psychiatric illness, students largely report not seeking treatment for their own mental health needs, even when they recognize those needs as unmet (11). Untreated mental illness puts medical students at risk across a variety of domains. In their personal health, medical students may experience increased substance use or severe infectious illness COVID-19, both of which have demonstrated increased prevalence in individuals with untreated mental illness (12, 13). Within school, medical students with underlying mental illness may experience higher rates of sleep issues and poorer academic performance (14). Even after graduating, they may experience higher rates of burnout and even suicidality (15). It is incumbent upon medical schools to teach students how to mitigate this stress by instilling curriculum supporting the development help-seeking and self-care skills into their professionalism curriculum, as well as offering ample mental health resources for students.

While overall wellness includes mental health, many medical schools provide resources that primarily focus on other aspects such as meditation, exercise, and an increase in coaching relationships (1). While these aspects are important, a focus on wellness in the absence of a similar focus on and normalization of mental health treatment may lead to feelings of inadequacy, shame, or imposter syndrome when students are unable to independently “be well.” (16) Furthermore, it can also increase stigma around trainees who may be considered “unwell,” including those with disabilities (17). In an AAMC report, learners with disabilities described many barriers within their medical education, including lack of clear policies/procedures and lack of access to health care and wellness supports (18). Centralizing information in readily available school documents could help remove lack of resource awareness as a potential barrier to mental health treatment. Additionally, the handbooks offer an opportunity to reduce feelings of imposter syndrome for struggling learners by providing an institutional acknowledgment that the use of resources is encouraged (19).

There are both strengths and limitations inherent to the use of school documents as proxies for availability of mental health services. While it is possible that handbooks and official P & P manuals may not represent all information presented to students, and therefore underestimate rates of adherence, the handbook is often a central resource for students seeking information. More than 80% of document sets had statements indicating medical students were required to read and understand the information within, which indicates they should be a reliable reflection of school resources. Nonetheless, schools may provide information regarding mental health services through other avenues, such as email, websites, lectures, or campus announcements. Conversely, it is also possible that student handbooks provide a more robust description of services than what is realistically available to students, due to factors such as psychiatric provider shortages. For example, a school may report availability of confidential counseling, but the waitlist for an appointment may exceed several months, greatly hindering student access.

Our investigation provides an examination into the availability of mental health services at United States allopathic medical schools. Our data suggests a lack of adherence to AAMC guidelines, despite the prevalence of mental health issues among medical students and the established importance of mental health treatment. Improving the information contained within student handbooks and P & P manuals, as well as offering services recommended by the AAMC, could help reduce barriers to mental health treatment. As the awareness of barriers to psychiatric care increases, it becomes even more important that medical students are aware of resources available to support their mental health. Regardless of their chosen specialty, medical students and future physicians will ultimately be relied upon to support patients' mental and emotional health at different points in their training. Adequate mental health services must be provided to ensure students' behavioral health is maintained and supported throughout their medical education.
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Background: Several studies have demonstrated an association between psychological risk factors and HIV disease progression. However, there is limited information on the use of psychological interventions to improve HIV treatment outcomes in young people living with HIV.



Objective: This pilot trial aims to evaluate the feasibility, acceptability and preliminary effectiveness of group support psychotherapy in improving adherence to anti-retroviral therapy and viral suppression in young people living with HIV in Uganda.



Methods: We recruited 120 young people with HIV, aged 10–18 years, who had non-viral suppression 6 months after initiating first-line anti-retroviral therapy (ART) from community based HIV clinics in Kitgum district, northern Uganda. Participants were randomly assigned to receive GSP plus IAC (N = 60) or IAC alone (N = 60). Primary outcomes will be indicators of feasibility and acceptability as well as preliminary effectiveness of GSP in improving ART adherence and viral suppression analysed by intention to treat using cluster-adjusted t tests and permutation tests. Secondary outcomes will be measures of depression, anxiety and cost-effectiveness.



Results: The trial has been approved by the Makerere College of Health Sciences School of Health Sciences Research Ethics Committee, and the Uganda National Council of Science and Technology. Recruitment began in June 2021 and 120 young people living with HIV with their adult caregivers have been recruited to the trial. An analysis of baseline and 6-month data is in progress. The results of this trial will not only be presented at national and international conferences but also submitted for publication in peer-reviewed journals and as a report to the funding agencies.



Conclusions: This pilot trial will provide critical evidence to support the ongoing mental health integration into routine HIV care in Uganda.



Trial Registration: Pan African Clinical Trials Registry (PACTR): 202006601935462
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Introduction

The availability of anti-retroviral therapy (ART) has improved the life expectancy of persons living with HIV worldwide (1). However, a major concern is that, HIV morbidity and mortality have improved drastically among adults, which is not the case among young people (2). Research has shown that young people tend to experience worse immunological and viral suppression outcomes compared to adults (3–6), which in turn contributes to their higher morbidity and mortality (7).

Barriers to successful care of youth with HIV include mental health disorders, poor medication adherence, socioeconomic instability, and HIV-related stigma (8). Also transition of care from pediatric to adult clinics has been described as a challenging period in which the young people have to deal with anxieties, excessive anger, and lack of social support, self-esteem and self-efficacy (9). Consequently, they are prone to poor linkage to care, attrition from care and treatment (10).

In Uganda, the national HIV treatment guidelines include psychosocial support services in the HIV care package (11). However, the nature of psychosocial support is not structured and may not target common psychosocial challenges such as stigma, depression or post-traumatic stress. Enhanced or Intensive adherence counseling has long been used to mitigate non-viral suppression; however, recent findings from Ugandan studies indicate that this strategy may not be sufficient (12, 13).

A retrospective cohort study on all children aged 9 months to 19 years that had been enrolled into 15 HIV care programs in 15 districts supported by the Infectious Diseases Institute (IDI) assessed the outcome of Intensive adherence counseling among 449 children with viral non-suppression (13). A repeat viral load test performed on 274 children who had completed three IAC sessions indicated that 212/274 (77%) were unsuppressed and 62 (23%) were suppressed. There was no report of any other specific psycho-social intervention provided to children with viral non-suppression in the above mentioned 15 HIV care programs.

Researchers call for an urgent need for innovative strategies to respond effectively to the social, emotional and economic challenges faced by young people living with HIV (14). In particular, they recommend for intensified targeted adherence support in order to improve HIV treatment outcomes (15). To this end, a few studies on interventions to promote ART adherence among young people have started to emerge (16–19).

To mitigate mental health challenges and improve HIV treatment outcomes, we developed group support psychotherapy—a culturally sensitive evidence based intervention that has been shown to effectively treat mild to moderate depression, improve posttraumatic stress symptoms, and hazardous alcohol use among adults living with HIV in Uganda (20). Further, exposure to GSP was observed to improve viral load suppression through sequential reduction in depression and improvement in ART adherence among adults living with HIV in Uganda (21).

The cognitive behavioral theory is one of the potential existing theoretical models that could guide the development of mental health interventions for young people living with HIV. Cognitive-behavioral therapy (CBT) is recommended for treatment of children and adolescents (22). We chose to adapt group support psychotherapy for young people because it is based on the principles of cognitive behavior theory, social learning theory, and the sustainable livelihoods framework. The cognitive behavior theory holds that the way we think about our reality is central to how we react to that reality (23). The social learning theory stems from the idea that behavior is learned from the environment by observation, in which the person being observed is referred to as the model (24) The sustainable livelihoods framework shows that the absence of livelihood strategies such as the ability to adapt to adverse situations, network and increase social connections, or work and obtain savings, housing, or land, constrains livelihood opportunities (25).

Given the evidence we have gathered for group support psychotherapy, it can address the complex and dynamic interactions between young people, their families, and their environmental context (26).

The goal of this paper is to describe the protocol for the evaluation of the feasibility, acceptability and preliminary effectiveness of group support psychotherapy in improving ART adherence and viral suppression among HIV positive young people in Uganda. In the preparatory phase of this trial, we aim to conduct community-based participatory qualitative research to obtain information on the potential usefulness of group support psychotherapy in addressing the psychosocial challenges that impact adherence to anti-retroviral therapy and viral suppression among young people with HIV in northern Uganda.

In the trial phase of this study, the primary objective will be to assess the feasibility, acceptability and preliminary effectiveness of GSP in promoting ART adherence and viral suppression among HIV positive young people with non-viral suppression 6 months after initiating first-line ART at community-based HIV clinics in Kitgum district. Secondary objectives will include exploration of indicators of causal mediating processes and contextual influences, exploration of whether or not improvement in psychosocial challenges including depression, posttraumatic stress symptoms, suicide risk, social support, and stigma mediate or modify the effect of GSP on ART adherence and viral suppression, exploration of whether or not promotion of adherence through group support psychotherapy translates into better viral load suppression compared to standard care with intensive adherence counseling (IAC) and exploration of the cost-effectiveness of GSP to improve viral load suppression among HIV positive young people taking anti-retroviral therapy.

We hypothesize that in comparison to the control intervention, GSP will demonstrate better feasibility, acceptability and better preliminary HIV treatment outcomes and better cost-effectiveness. The primary end point will be 6 months after the end of the intervention. Data will be used to design a definitive cluster randomized trial which will test the hypothesis that group support psychotherapy promotes better ART adherence and viral suppression than standard care with intensive adherence counseling among HIV positive young people with non-viral suppression 6 months after initiation of first-line ART in Uganda.



Methods


Study setting

Study participants will be recruited from community based HIV clinics in Kitgum district. The clinics take care of approximately 500 young people aged 18 years and below living with HIV. At the time we conceptualized this study, HIV clinic registers in Kitgum district showed that 60% of young people living with HIV (PLWH) initiated on ART were not suppressing the HIV virus. Therefore, we drew our study sample from a pool of approximately 300 young PLWH who had viral non-suppression. Kitgum district has a population of 232,000 individuals with over 90% engaged in small scale agriculture and animal husbandry as their major income generating activity. Kitgum district endured a brutal civil war for two decades (1987–2007) which led to a breakdown of health care delivery systems, loss of property and infrastructure.



Study design

In the preparatory phase, we shall conduct a qualitative study. Thirty dyads of young people with non-viral suppression and their caregivers will be exposed to 8 sessions of the current group support psychotherapy intervention (GSP). At the end of the intervention, 6 focus group discussions will be conducted with the young people (N = 2); their caregivers (N = 2) and their HIV care providers (N = 2). Key informant interviews will be held with various stakeholders including psychologists, pediatricians, child and adolescent psychiatrists, district health officials, community leaders and religious leaders to determine their perceptions towards using GSP as an intervention to promote adherence to ART alongside Intensive Adherence Counseling (IAC) among young people with HIV and their caregivers. The main objective of the workshops will be to discuss the potential of the current GSP intervention content, in addressing possible challenges/barriers associated with adherence to ART among young people with HIV. A community advisory board will be created to maintain the community's trust in the research process and members will also participate in key informant interviews.

Data from these KIs/FGDs will be used to modify intervention content/delivery. Purposive sampling will be used for the qualitative interviews, which will be conducted in the local language, audio-taped and transcribed and translated (where required) verbatim. Informed consent will be obtained from participants before conducting KIs/FGDs. Thereafter, consultative meetings will be held with child and adolescent HIV and mental health experts to review our theoretical framework and assemble treatment strategies to be used in the GSP model for young people with HIV.

In the trial phase, we shall conduct a pilot single-blinded randomized controlled trial to test the feasibility and acceptability of using GSP in combination with standard care IAC vs. standard care IAC only to promote ART adherence and improve viral suppression among HIV positive young people with non-virological suppression 6 months after initiation of first-line ART (see Consolidated Standards of Reporting Trials diagram in Figure 1). We aim to randomize 120 youth/caregiver dyads (1:1) to either both GSP and IAC or IAC only. Participants will be evaluated at baseline, at the end of treatment, 6 and 12 months after treatment. A longitudinal process evaluation of the delivery of GSP-IAC by trained LHWs using mixed methods will run alongside the trial to assess fidelity, and how intervention recipients respond to the different intervention components.
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FIGURE 1
Trial flowchart.


The study protocol was registered in the Pan African Clinical Trials Registry. The study was submitted to both the Makerere University School of Health Sciences Research Ethics Committee and the Uganda National Council of Science and Technology. All study participants will be required to provide written informed consent. All study participants will receive a financial incentive to defray transport costs. The reporting of the trial will be in accordance with the Standard Protocol Items: Recommendations for Interventional Trials (SPIRIT) guidelines (27) for intervention trials (see Supplementary Multimedia Appendix S1) and the CONSORT statements for pilot randomized trials (28).


Participant eligibility criteria, recruitment, and masking

To be eligible for the study, participant dyads must consist of an HIV sero-positive young person (10–18 years) with ≥1,000 viral copies/ml 6 months after initiating first-line ART and a caregiver aged 19 years and older. Participant dyads will be excluded if they have visual or hearing impairments, active untreated major mental illness (untreated psychosis or mania or high suicide risk) or severe medical conditions (active tuberculosis or pneumonia) that would interfere with participation in interventions.

All participants will be recruited from community-based HIV clinics in Kitgum district. Potential participants will be identified by their HIV care providers as not responding to their current antiretroviral (ARV) treatment regimen (defined per local clinic standards as viral load >1,000 copies/ml). Research assistants (RAs) and other study staff situated at the HIV clinic will work with staff in the HIV clinics to identify potential participants as they wait for their medication refills. RAs will be Luo-speaking staff with GSP research and HIV clinical experience. They will be extensively trained in the study protocol and supervised weekly by the project coordinator who is a social worker. They will be screened for psychosis and mania using quick screening questions for psychotic and manic symptoms. They will also be screened for high suicide risk using the SAD PERSONS scale. Individuals with psychotic and/or manic symptoms and /or high suicide risk will be excluded from the study.

All young people (10–18 years)/caregiver dyads eligible to participate in the study will be approached by research assistants who will explain study procedures, determine eligibility, and then obtain informed assent/consent. Each dyad which assents/consents will be assigned to receive baseline interviewer administered demographic and psychosocial assessment battery and thereafter randomly assigned to receive either both GSP and IAC or IAC only.



Randomisation and masking

Randomisation will be done by urn randomisation picked by each participant. The young males and females will be separated into two groups. Each group will be presented with pieces of paper in opaque envelopes whereby half the number of papers will be marked X and the other half Y. Each member of the group will be asked to each pick one envelope. Individuals who pick papers with X will be assigned to both GSP and IAC while those who picked papers with Y will be assigned to IAC only. The same process was repeated for the caregivers.

By design, both experimental and control interventions will be identifiable to participants but will be masked to independent outcome assessors, and data analysts.



Interventions


Group support psychotherapy (GSP)

The content of the GSP has been described in previous publications (29, 30). GSP sessions for caregivers will proceed as previously described in the SEEK-GSP trial (20). GSP sessions for the young people will follow the same format but with a focus on challenges faced by young people living with HIV and will be delivered using play materials. Besides being gender specific, they will also be age specific with participants being grouped into the following age categories: 10–13; 14–16 and 17–18) GSP will be delivered in eight weekly sessions, each lasting 2–3 h. Participants will be divided into sex-specific groups of 10–12 participants. The groups will be closed-meaning that once the group is formed and therapy initiated no other participant can join the group. Trained health workers of the same sex as the group participants will deliver the intervention material following a scripted manual.

The first session addresses issues related to introductions, the group process, expectations, and ground rules and making a pledge to commit to all sessions. Simple games will be used to explain concepts and help the young people get to know each other's name.

The second session will use pictures and practical demonstrations with balloons, to explain the presentation and consequences of abnormal emotions such as persistent sadness, fear, anxiety and anger and how they relate to living with HIV. Thereafter, participants will be asked to communicate with peers and share newly learned knowledge.

In sessions three and four, group participants share their most painful experiences. Here, various techniques will be used to help the young people open up. For example, expressive art exercises of body pain and heart wound. Here the young people are asked to draw a figure of the human body and place a mark where they feel pain. The counselor then encourages them to talk about the feelings associated with the pain they feel in the body part that is hurting. Another technique is to present a timeline from childhood to present and ask the young people to place both positive and negative events on their time-line. Thereafter, participants are encouraged to share other problems with a trusted elder in their household or community. In sessions five and six, practical demonstrations of culturally positive coping skills such as the stress bucket, gardening, seed pounding and crocheting are used to teach participants positive coping skills. The last two sessions are dedicated to income-generating skills that young people can use to support their caregivers income generating projects. Our previous research revealed a need for an intervention that focused on treatment of depression symptoms and livelihood skills development to improve household basic income (29). Poverty is a potent risk factor for depression and researchers recommend mental health interventions that can alleviate poverty (31).



Standard of Care—Intensive Adherence Counseling

Both the World Health Organization (WHO) and the Ugandan ART guidelines recommend that asymptomatic persons living with HIV who have been identified with viral load (VL) ≥1,000 copies per ml should be offered Intensive Adherence Counseling (IAC) for 3–6 months (see Table 1) and repeat VL testing before switching to second-line therapy (32). Individuals with detectable viral load 6 months after initiating ART are invited to participate in IAC in the clinic, which consists of at least four sessions with an HIV care provider. Key messages in each counseling session are summarized below.


TABLE 1 Intensive Adherence Counseling Guide

[image: Table 1]




Participant safety

During baseline assessments, participants will be carefully screened and individuals for whom the interventions are deemed medically inappropriate or unsafe will be excluded as described in the exclusion criteria. Independent outcome assessors will screen all participants for adverse events at the end of treatment and at 6 months after the end of the intervention using a standard interview and reporting form.

Any unfavorable and unintended sign or symptom associated with the participation in group support psychotherapy, regardless of whether it is considered related to the therapy will be regarded as an adverse event (AE).Any AE that results in any of the following outcomes: Death, Life-threatening, Event requiring inpatient hospitalization, Persistent or significant disability/incapacity will be regarded as a serious adverse event (SAE). Expected AEs associated with this study would be suicide attempts due to lack of treatment response to the group support psychotherapy.


AE management

During participant recruitment, individuals will receive a suicide risk assessment (33). Individuals with high suicide risk will be excluded from the study. Those with a low to moderate risk will be included, their thoughts will be assessed at every group meeting and care givers will be asked to keep close watch on the affected individual. If suicidal thoughts are still present after 4 sessions of GSP-IAC or IAC only these individuals will be referred to a mental health worker in the Kitgum Mental Health Clinic. Details of the trial risk management plan are provided as Supplementary material.




Retention

In order to maximize adherence to intervention sessions and retention, lay health workers (LHWs) who facilitate the group sessions and the HIV care providers who provide the adherence counselling will be provided with a financial incentive as an appreciation of their commitment to the project. For participants who miss group sessions, the LHWs will be facilitated to make home visits to re-engage them.



Study measures and data collection schedule

Assessments of study measures will be conducted at baseline, at the end of the interventions (2 months), 6 and 12 months after the interventions. Table 2 (34–42) summarizes the study measures.


TABLE 2 List of study measures and data collection schedule.
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Sample size justification

The goal of this pilot trial is to test trial procedures and processes and to get estimates of parameters for the main trial sample size calculation (43). Therefore, the sample size formulae which are used for main treatment assessments are not usually applicable to pilot trials. Therefore, we applied the sample size flat rules of thumb proposed by Sim and Lewis (44) and chose a sample size of 60 per treatment arm.



Determining cost-effectiveness

We will determine the cost-effectiveness of the GSP intervention compared to the standard of care IAC. To facilitate this, our proposed costing perspective is the “societal perspective”, which will include intervention costs, costs related to the use of other healthcare resources, as well as lost time to attend the intervention.” We will develop a questionnaire to collect information on the use of other healthcare resources that can be impacted by the intervention such as got insurance medical visits, ambulatory care, mental health-related medication, etc.

Data on costs involved in delivering the two models will be determined and these will then be compared to the targeted outcomes of the two delivery models. The main primary outcomes of the study—ART adherence and Viral Load, will be utilized. Important to note, however, is that costs of research and research related activities shall not be included in determining cost-effectiveness. Additional data on economic costs—costs of lost time, for categories of participants, including voluntary unpaid participants, costs of additional workload, etc., in the study shall be explored, using shadow pricing methods. Costs will be identified from project documents and accountabilities. Additional costs will be generated from literature in case they may not be available in the available project documents. Major costs for services and other procurements shall be based on reimbursement contracts, and in some circumstances market rates when they were procured. Other databases including Uganda Bureau of Statistics (UBOS) shall be used to generate relevant data for use in cost-effectiveness analysis.




Statistical analyses


Qualitative data

Interview transcripts from the FGDs will be reviewed for accuracy, translated into English and transcribed. Atlas.ti qualitative data analysis software will be used for coding and thematic analysis (45). The interview data will be initially coded according to a number of themes that correspond to the focus questions. The codes will be used to construct matrix displays based on the co-occurrence of codes and the two treatment groups. The resulting matrix display will provide both the frequency of responses and the detailed content of responses, allowing us to assess how often responses will vary between the two treatment groups. Inter coder reliability will be determined.



Quantitative data

For the quantitative data, we will do bivariate analyses with χ2 tests and independent two-sample ttests to compare categorical and continuous baseline demographic and psychosocial variables between study groups respectively. Similarly, we will also do bivariate analyses to compare these variables between those who had completed all sessions (completers) and those who had not (non-completers). Although randomisation to GSP and GHE will be done at the individual level, study participants will receive their respective interventions in groups (clusters). Since individuals within a cluster are likely to be correlated, we will use cluster-level analyses to make allowance for intra-cluster correlation.

We will apply ttests to cluster-level summaries, which is a robust method of analysis for cluster data (46). Specifically, we will use the STATA collapse command to obtain cluster-level summaries of the study outcomes from data on individual participants. This procedure will reduce the data from 120 individual participants to 12 groups. We will then use the clttest command to compare cluster means across treatment groups.

To do an intention-to-treat analysis, we will impute missing values with several imputations. We will construct five imputed datasets with the multivariate normal model assuming that data were missing at random. The participants complete baseline data will be used to create the multiple imputation datasets.




Cost-effectiveness analysis

To determine the outcome measure for use in cost-effectiveness analysis, the main assumption will be that there is a link between ART adherence and viral load. If this assumption be true, then cost-effectiveness analysis will utilize viral load (VL) as the primary outcome.

This primary outcome will be mapped on to long-term outcome measures—QALY/DALY as the data may permit, using models such as WHO-CHOICE and or WHO DALY/QALY estimators, to generate cost-effectiveness (47). Appropriate adjustments, including inflation, exchange rate, and discounting for costs and outcomes shall be conducted.

The WHO-CHOICE (Choosing Interventions that are Cost-Effective) and DALY/QALY (Disability-Adjusted Life Years/Quality-Adjusted Life Years) estimators are two tools developed by the World Health Organization (WHO) to help evaluate the cost-effectiveness of healthcare interventions. The WHO-CHOICE estimator is a tool that calculates the cost-effectiveness of healthcare interventions based on their impact on disease burden and their cost. It uses a standardized approach to estimate the costs and health outcomes of different healthcare interventions, taking into account the local context of each country. The estimator is designed to be flexible and can be adapted to different healthcare settings and disease profiles.

The WHO DALY/QALY estimator is a tool that measures the burden of disease and the impact of healthcare interventions on health outcomes. It uses a measure called Disability-Adjusted Life Years (DALYs) or Quality-Adjusted Life Years (QALYs) to quantify the impact of disease on individuals and populations. DALYs and QALYs take into account both the years of life lost due to premature death and the years lived with disability or illness. The WHO DALY/QALY estimator can be used to evaluate the cost-effectiveness of healthcare interventions by comparing the cost per DALY or QALY gained. Both WHO-CHOICE and DALY/QALY estimators are widely used by policymakers, healthcare providers, and researchers to help make informed decisions about allocating healthcare resources and designing cost-effective healthcare interventions.

To determine cost-effectiveness of the service delivery models, we will compare the measures determined with conventional benchmarks such as Gross Domestic Product (GDP) per capita, or will compare with literature from other but similar contexts. Throughout the study we will apply the guidelines for economic evaluation from the second panel on cost-effectiveness (48) and the recommended CHEERS guidelines for reporting the results (49).



Ethical considerations

The study protocol will be presented to the relevant institutional review boards. Every participant will be reimbursed transport costs based on the rate for the furthest participant and refreshments will be served after focus group discussions and group support sessions. LHWs facilitating the group sessions will receive a financial incentive equivalent to 2.72USD per session.

Group support psychotherapy is offered as a continuous service at the Kitgum general hospital. All study participants will have access to GSP if found to be highly beneficial in improving ART adherence and viral suppression. This trial is registered with The Pan African Clinical Trials Registry Number PACTR202006601935462.




Results


Trial status

The trial has been approved by the Makerere School of Health Sciences Research Ethics Committee, and the Uganda National Council of Science and Technology. Recruitment began in June 2021 and closed October 2021. A total of 120 young people (10–18 years) living with HIV with their adult caregivers were recruited into the trial. They were randomized to receive the adolescent group support psychotherapy (A-GSP) and intensive adherence counseling (IAC) (N = 61) and IAC alone (N = 60). An analysis of baseline, 6 and 12-month data is in progress. The results of this trial will be presented at national and international conferences. Manuscripts will be prepared for publication in peer-reviewed journals and reports will be prepared for submission to the funding agency.




Discussion

The mental health needs of young people living with HIV have been documented in high income countries, but remain underexplored within low and middle income countries (50). The negative consequences of poor mental health, in particular, depression include poor adherence to ART, poor service engagement, and risk behaviors (51). Unfortunately, recent systematic reviews indicate a dearth of psychological interventions for these mental health issues, therefore, affected individuals continue to experience high morbidity and mortality rates especially within low and middle income countries (52).

To our knowledge, this is the first trial to examine the feasibility, acceptability and preliminary effectiveness of a psychological intervention-GSP on ART adherence and viral suppression among young people living with HIV in sub-Saharan Africa. Through qualitative research prior to the trial, the GSP model will be adapted to suit the needs of young people (10–18) years and will be delivered using play materials. Play therapy allows children to utilize toys and other play materials to express their own story and emotions without necessarily using words to participate in the counseling process (53). Play therapy has been shown to produce outcomes that are as effective as traditional talk-therapy methodologies commonly used with adult populations (54).

Given our prior research findings which indicated that GSP improved viral suppression through sequential reduction in depression symptoms and improvement in ART adherence (21), in this trial we selected those young people who had failed to suppress the HIV virus after 6 months of ART use. We assume this category of young people is more likely to have mental health challenges like depression which are amenable to GSP. We hypothesize that remission of depression would then lead to motivation to take ART and improve viral suppression. However, reduction of depression in of itself has been shown to improve viral suppression in our adult HIV study samples (21). Prior studies have shown that reduction in ANS activity brought about by reduction in stress inhibits HIV viral replication (55, 56). This pilot trial provides an opportunity to replicate these associations among young people living with HIV.


Potential impact and significance of the study

Mental health problems such as depression largely affect ART adherence which is critical to the success of viral suppression among young people living with HIV (57, 58). There is a dearth of mental health interventions to improve HIV treatment outcomes in young people living with HIV (59). This trial evaluates the feasibility and preliminary effectiveness of a psychological intervention in improving ART adherence and viral suppression. Further, the trial will provide an opportunity to explore mechanisms that affect HIV treatment adherence and viral suppression, which could be exploited to improve HIV treatment outcomes in other low resource settings. Further, the trial will provide evidence for scale up of GSP in both young and adult populations with HIV in low resource settings.



Limitations

This study has several limitations. First, the study will include only 120 participants from five community based HV clinics in one northern Uganda district. Our results may not be generalizable to other areas in Uganda. Second, study participants will reside in similar villages attending similar HIV clinics, thus the chances of contamination are high which may result in non-detection of significant differences when they truly existed. However the major goal of this trial is to determine feasibility and acceptability of study procedures in preparation of a definitive trial in the near future. Further, in view of the small number of mental health workers trained in delivering GSP using play materials, supervision of treatment sessions was not possible. Also, the limited numbers of diploma and degree-level health workers restrict the long term accessibility and sustainability of GSP among young people. Future research will assess whether or not the intervention can be administered by lay health workers.




Conclusions

Successful completion of this trial will pave way for a definitive cluster randomized trial that can critically inform the national dissemination and implementation of GSP to improve HIV treatment outcomes in young people living with HIV in low resource settings.
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Background: Winnipeg, Canada operates a 16-bed subacute unit, the Crisis Stabilization Unit (CSU), for voluntary patients in crisis not requiring hospital admission. The virtual CSU (vCSU) launched in March 2020 as an adjunct to the in-person CSU during the COVID-19 pandemic, providing the same resources virtually, allowing patients to remain at home.



Methods: Program data were collected for vCSU admissions between April 1, 2020 and April 7, 2021 (n = 266) to examine patient characteristics and discharge outcomes. Data were retrieved from the electronic patient record (EPR) for both in-person and vCSU admissions during the same period for comparison (n = 712). vCSU admissions (n = 191) were summarized by patient demographics, clinical factors/outcomes, and compared on the same measures to in-person CSU admissions (n = 521) using binary logistic regression.



Results: 30.1% of patients admitted to the vCSU received initial mental health assessment virtually (phone/videoconference), therefore receiving all care at home. Clinical symptoms at assessment included depression/anxiety (39.0%), psychosis/mania (2.7%), suicidal behaviour/self-harm (27.4%), psychosocial event/stressor (19.8%). Average stay was 4.9 days. Compared to the in-person CSU, vCSU referrals were associated with the absence of psychosis [odds ratio (OR).40, 95% confidence interval (CI).18–0.89] and no prior 1-year contact with referral site (OR.43, 95% CI.28–0.64). Those living farther away from the referral site were more likely to receive a vCSU referral.



Conclusion: The vCSU model is feasible for a diverse group of patients experiencing mental health crises. Future work is needed to better determine who the model is right for and examine longer term outcomes.
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1. Introduction

The COVID-19 pandemic created many challenges in the provision and accessibility of mental health crisis care. Due to the implementation of public health restrictions, changes in care delivery resulted in a reduction of in-person services and treatment (1). The reduction of these services may have disproportionately impacted the health of individuals living with mental illness (2). For example, individuals with mental illness were shown to be at increased risk of infection with COVID-19, and faced greater accessibility issues when seeking treatment (2). Additionally, pre-existing mental illness was associated with increased difficulty coping with the pandemic's effect on psychosocial factors leading to increased levels of stress, insomnia, depression, and anxiety compared to the general population (2–4). The combination of required changes to the administration of services due to public safety measures and the need for increased services for individuals with mental illness created a unique opportunity for the rapid expansion of virtual mental health services (5).

The concept of “virtual wards” was first introduced in the United Kingdom to provide short-term transitional home and community-based care for high risk and complex patients during their transition from hospital to their home and return to community (6). In Canada, virtual wards have been introduced in an attempt to reduce hospital re-admissions and their associated costs (7). The COVID-19 pandemic saw a proliferation of virtual wards that specifically leveraged technology to provide care in response to reductions in service capacity and the need to provide alternatives to in person visits (8, 9). For example, several virtual wards targeting the management of COVID-19 infection through the use of telephone and videoconferencing visits in combination with remote monitoring have been described (9).

In response to the decreased accessibility of in-person mental health services during the COVID-19 pandemic, Crisis Response Services in Winnipeg, Manitoba rapidly virtualized the delivery of a full spectrum of crisis care to individuals requiring urgent mental health services (10). Crisis Response Services is comprised of a 24/7 walk-in stepped care mental health crisis centre [the Crisis Response Centre (CRC); akin to a mental health-specific emergency department], a follow-up post-crisis care program, and the Crisis Stabilization Unit (CSU). The CSU is a community-based unit that provides short-term admissions and supportive care for voluntary individuals in crisis who do not require hospitalization (11). At the outset of COVID-19, the CSU reduced capacity by half to accommodate public health guidelines and staff were redeployed to open a 6-bed virtual CSU or “vCSU”.

The first part of this study aimed to describe the vCSU admissions, in terms of demographics, clinical characteristics, service delivery, and outcomes. The second part of the study involved a comparison of all referrals to both the virtual and in-person CSU from the largest referral source (the CRC) to identify factors that predicted the type of referral initiated. Given the novelty of virtual-based wards such as the vCSU, this study can inform the future planning and implementation of similar virtual models to increase the accessibility of mental health services.



2. Materials and methods


2.1. Study design

The first part of this study was a retrospective analysis of all admissions to the vCSU between the opening of the unit on April 1, 2020 and April 7, 2021 to examine patient characteristics and discharge outcomes. The second part was a secondary analysis of an administrative database consisting of all referrals to both the vCSU and in-person CSU from the largest referral source (CRC) from April 1, 2020 to April 7, 2021. Data were extracted from the electronic patient record (EPR) to compare the characteristics of the individuals referred to the different units.



2.2. Setting

The Winnipeg-based CSU is a 16-bed subacute unit for voluntary patients in crisis who may be at risk for hospitalization (11). Patients can be referred to the CSU from a variety of sources within the city including the CRC, emergency departments, urgent care centers, and specific community mental health services. The CSU is staffed by a multidisciplinary mental health team including crisis clinicians and nurses with access to psychiatry as needed. The CSU provides short-term supportive care and treatment with therapeutic group programing including skills-based classes as well as connection to community resources (11). Winnipeg is the largest urban centre in the province, home to just over 50% of Manitoba's total population (12). The majority of healthcare delivery is under provincial jurisdiction; CSU services are fully funded for all users.

The Virtual CSU (vCSU) was created as a full virtualization of the same services offered at the in-person CSU while permitting patients to remain in their own homes in the community. Services are delivered virtually by a combination of phone, text, email, and videoconferencing platforms (Zoom or Microsoft Teams) and patients have access to the same multidisciplinary staff as the in-person CSU including crisis workers, mental health clinicians, nurses, and psychiatry as needed. Patients are monitored daily and have access to clinical staff 24 hours per day for crisis support. They also have access to the skills-based classes available on the physical unit, delivered virtually, and are offered the same referrals and connections to community resources (Figure 1).


[image: Figure 1]
FIGURE 1
Summary of services offered by the virtual CSU.


The same referral criteria applied for both units: the patient is voluntary, medically stable, not actively intoxicated or in acute withdrawal requiring medical intervention, and the patient is agreeable to commit to refraining from engaging in self-harm/behaviours and/or violence. A full mental health assessment and/or psychiatric consultation was required before referral describing the crisis episode which is interfering with functioning. There are no specific diagnostic exclusions or restrictions for patients except as it pertains to medical stability. Applicable to referrals to the vCSU only, the patient was required to have access to a technological device capable of accessing the service (either by phone or videoconferencing service) such as a mobile phone, tablet, or computer. The decision to refer to one or the other was based on clinical assessment and patient choice.



2.3. Participants/data sources

For all admissions to the vCSU, a vCSU clinician completed a form at the time of discharge that recorded patient demographics and clinical data as well as information about participation in vCSU services and outcomes. These forms were submitted to the study team approximately quarterly and inputted into a database by a research assistant.

For the second part of the study, an existing administrative database generated for another study (13) containing visit details extracted from the EPR at the CRC was used. The CRC represents the largest and most frequent source of referrals to both the CSU and vCSU accounting for over 70% of admissions. All individuals are identified by a unique CRC file number and all visits are assigned a unique visit number. The clinician or psychiatry team member conducting the mental health assessment enters sociodemographic and clinical data into the EPR which includes both fixed and free text fields.



2.4. Ethics

Research ethics approval for the study was obtained from the University of Manitoba Research Ethics Board [HS23878 (H2020:196)].



2.5. Variables


2.5.1. Discharge forms


2.5.1.1. Sociodemographics

Demographic data collected included age, gender (female, male, other) and living situation prior to admission (alone, with family, with roommates, other).



2.5.1.2. Clinical information

Non-mutually exclusive categories were available to code reason for referral (medication management, risk/symptom monitoring, problem-solving/recovery planning, other) as well as main clinical problem at presentation (depression, anxiety, psychosis, mania, suicidal/self-harm, psychosocial event/stressor, personality disorder, other). The presence of suicidal ideation/self-harm was further characterized by the highest level identified at presentation (ideation, planning, or attempt). Origin of referral (CRC, Emergency Department, Urgent Care, Other) and active substance use (present or absent) were also captured.



2.5.1.3. Service delivery

Variables assessing the delivery of vCSU service included length of stay, attendance for skills-based classes, method of contact with treatment team (phone or video), virtual family involvement for support and care planning while in the vCSU, and if psychiatry was consulted for an assessment during the stay.



2.5.1.4. Outcomes

A variety of disposition options were available to patients after admission and were coded in non-mutually exclusive categories including discharge to pre-existing follow-up (primary care, psychiatry, other mental health supports), referral to the urgent post-crisis follow-up clinic, admission to hospital, detox/addiction services, or transfer to physical CSU. Some individuals were lost to follow-up prior to discharge.




2.5.2. Electronic patient record (EPR)


2.5.2.1. Visit type

The initial mental health assessment prior to referral could be conducted either in-person (individual seen onsite at the CRC) or virtual (assessment done by telephone or videoconference).



2.5.2.2. Sociodemographics

Age at time of visit was calculated as the difference in years between visit date and date of birth. Gender was coded as male, female or other. Distance in kilometers (km) between the individual's residence and CRC was calculated using the CRC's address and geographic centre of the forward sortation area (FSA) corresponding to the first 3 digits of the individual's postal code. FSA data was obtained from Statistics Canada boundary files (14). As described elsewhere in previous work (13), we limited the sample to those living within 30 km of the CRC to reflect the typical geography of referral (Winnipeg and surrounding area) and to exclude individuals who had a recorded residence very far from the CRC and who may have been visiting Winnipeg or attending other services in the city prior to their CSU referral (n = 28 excluded). Median household income was retrieved from Statistics Canada's 2016 census profile for every FSA in the original dataset (15). A subset of the sample containing only unique individuals was created to generate income quintiles with Q1 representing the lowest household income and Q5 representing the highest. As a result, if individuals assessed at the CRC from specific income quintiles were more likely to be referred to the CSU, these will be overrepresented in the dataset.



2.5.2.3. Clinical characteristics

For each CRC visit, a 1-year lookback was conducted to determine if the individual had a prior visit to the CRC within the last year. Diagnostic impression was based on the clinician assessment and available collateral information. Non-mutually exclusive categories included depression or anxiety (included adjustment problems, sleep problems, obsessive compulsive and trauma-related problems), psychosis, bipolar spectrum disorders, cognitive impairment (dementia, delirium, intellectual disability, acquired brain injury, autism), and other (ADHD, eating disorders and other impulse control problems). Presence of substance use was coded as present or absent.





2.6. Data analysis

For the first part of the study, descriptive statistics were generated for variables collected. All responses were calculated as counts and percentages or means as appropriate. For the second part of the study, descriptive statistics for the sample were generated, stratified by whether the referral was to the CSU or vCSU. To assess for relationships between the visit characteristics and the outcome (referral to the CSU or vCSU) we first conducted unadjusted binary logistic regressions for each variable using the visit as the unit of analysis, and then a fully adjusted model including all of the variables (age, gender, income quintile, distance, prior year visit, suicidal behaviour, substance use, and diagnostic impression). Model fit was evaluated using Hosmer and Lemeshow's goodness-of-fit test.




3. Results


3.1. Part 1: vCSU admission characteristics and outcomes


3.1.1. Patient characteristics

Discharge forms were completed for a total of 266 patients who were admitted to the vCSU during the study period. Full data are summarized in Table 1. The average age of patients was 35 years old (range 18–77), the majority identified as female (n = 179, 67.3%) and most lived with family (n = 158, 59.4%). A wide variety of clinical symptoms were present at initial assessment including depression and anxiety (39.0%), psychosis or mania (2.7%), suicidal behaviour and/or self-harm (27.4%), and the presence of a psychosocial event or stressor (19.8%). Suicidal behaviour was further characterized by the highest level of severity present at assessment: ideation (53.0%), planning (12.4%), or attempt (7.5%). The reasons for referral to vCSU included medication monitoring (6.9%), risk and symptom monitoring (36.3%), problem solving and recovery planning (47.8%), and to initiate outpatient referrals (6.9%).


TABLE 1 Patient Variables from the vCSU Discharge Forms.
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3.1.2. Patient engagement

Nearly one third (30.1%) of initial assessments (mental health or psychiatry) that instigated the referral to the vCSU were conducted virtually with patients, meaning the patient never entered a facility. Analysis of service delivery variables revealed the primary means of communication with staff was over the phone (n = 241, 90.6%). Just over one third (n = 102, 38.3%) of all patients attended at least one virtual skills-based class during their stay. Psychiatry consultation occurred in 17 cases (6.4%). Similarly, 15 (5.6%) cases involved families or other supports in some way during the vCSU stay.



3.1.3. Outcomes

There were a wide variety of discharge outcomes from the vCSU, most commonly to a pre-existing care team including primary care, mental health, or psychiatric services (61.2%). Twenty percent of patients were referred to outpatient mental health services. A small proportion of individuals were transferred to the in-person CSU (n = 14, 6.0%) and 5 individuals (1.9%) were admitted to hospital. Some reasons for transfer to the in-person CSU included: patient request, technological limitations, and clinician impression that the individual needed a higher level of observation and support. Reasons for hospital admissions included increasing self-harm and/or suicidal behaviour.




3.2. Part 2: CSU and vCSU comparison


3.2.1. Patient demographics

A total of 712 visits to the CRC for 609 unique individuals during the study period resulted in referral to either the in-person CSU (n = 521) or vCSU (n = 191). Repeat admissions occurred for 9 of the vCSU admissions (4.7%) and 72 of the CSU admissions (13.8%). A small number of individuals had admissions to both units. The crude rates of sociodemographic factors did not appear to differ substantially between referrals resulting in admission to one or the other units, other than a higher proportion of vCSU referrals being present in the higher income quintiles. Level of suicidal behaviour was distributed almost equally between the groups. vCSU referrals had notably lower crude rates of prior year contact with the CRC than in-person CSU referrals (24.6% vs. 45.1%). Compared to CSU referrals, vCSU referrals had lower rates of substance use problems and psychosis, and higher rates of depressive and anxiety problems. Full results are summarized in Table 2.


TABLE 2 Rates of patient variables in CSU and vCSU cohorts.
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3.2.2. Referral analysis

The unadjusted and adjusted logistic regressions examining factors associated with referral to the vCSU relative to the in-person CSU are reported in Table 3. The fully adjusted model was a good fit for the data [χ2(8) = 5.31, p =.72]. In both the unadjusted and adjusted analyses, referrals to the vCSU were associated with living further away from the CRC [adjusted OR (aOR) 1.09 95% CI 1.03–1.15] and having no previous contact with the CRC in the past year (aOR.43 95% CI .28-0.64). In the unadjusted model, income quintile Q2, Q4 and Q5 were significantly more likely to be referred to the vCSU relative to Q1, the lowest. In the adjusted model, only Q2 remained significant. The absence of psychosis in the clinical assessment was significantly associated with a referral to the vCSU as opposed to the CSU, even after adjustment. While depressive and anxiety problems were significantly associated with referral to the vCSU in the unadjusted analysis, the correlation disappeared after adjusting for the other factors. The level of suicidal behaviour was not associated with referral outcome.


TABLE 3 Binary logistic regression for referral to the vCSU relative to the in-person CSU (n = 697).
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4. Discussion

The COVID-19 pandemic provided a unique opportunity for the rapid development of virtual mental health care services (5). The complete spectrum of mental health services offered through Winnipeg Crisis Response Services, including the vCSU, offered virtual options for services within weeks of the first documented COVID-19 case in Manitoba (15). Over 200 individuals with a wide range of mental health concerns at presentation, such as depression and anxiety, suicidal ideation, and psychosocial stressors, were able to access supports through the vCSU because of this transformation during a time of heightened restrictions, reductions in facility capacity, and high public anxiety. Patients admitted to the vCSU received the same clinical services as those admitted to the physical CSU and were connected to a variety of follow-up services as required. Our data demonstrate that a wide variety of patients presenting to a crisis centre can be referred to a virtual short stay crisis unit and managed in community.

Nearly one third (30.1%) of patients admitted to the vCSU were assessed entirely through virtual means from the outset of their presentation to crisis services and throughout their stay in the vCSU. This means that one third of all patients receiving these services did not have to enter a facility of any kind. The ability for patients to be assessed and receive services in their homes directly reduces the need for in-person assessments and in-person stays. This can not only relieve some of the burden on the healthcare system by limiting the use of inpatient beds, but it also has the potential to reduce problem of overcrowding and wait times in emergency departments and urgent care centres as patients can wait to receive assessments and services in their own homes (16).

Further, providing care to patients while allowing them to remain in the community has the potential to improve access to services for a multitude of patient-centered reasons. Patients often have competing demands such as work, school, and childcare that could hinder their ability to visit an in-person facility and wait an undetermined amount of time for an assessment (17). Even after receiving an in-person assessment, an extended in-person stay may not be a feasible option for someone with personal or family obligations. In comparison, a virtual ward admission would provide a similar level of support, however, allow for flexibility to continue attending to responsibilities in the home and community. For patients who live in rural areas or with limited access to public transportation, virtual care has the potential to improve accessibility and reduce costs associated with transportation and time (18). Although our analysis focused on referrals within Winnipeg and surrounding area, we still found that living further away from the CRC was associated with a referral to the virtual unit rather than the in-person CSU. There are a variety of patient-centered factors that influence care seeking which could be addressed with accessible virtual services. Virtual wards provide a convenient means of accessing intensive mental health supports in a stepped care fashion while continuing to remain in community and attend to personal commitments. A small proportion of individuals referred to the vCSU did ultimately require transfer to the physical CSU or admission to hospital and this could be co-ordinated directly from community.

Other factors that were associated with referral to the vCSU over the physical CSU were income and the absence of psychosis at presentation. Although all upper income quintiles were more often associated with a vCSU referral compared to the lowest income quintile in the unadjusted analysis, after adjusting for other factors, only Q2 remained significant in the model. This may point to the importance of some socioeconomic stability (eg. stable housing, availability of supports, employment, affordability of medications, and so on) in the lowest income groups to support a virtual stay, as opposed to the higher income groups where this may not be a differentiating concern. Given the clinical features of psychosis, it would be expected that in-person assessments and services would often be recommended for the treatment of this population (19). In addition, it is possible that this reflected patient preference and/or staff comfort with virtual services for individuals with these symptoms. No association, however, was found for a wide variety of other clinical symptoms, including the presence of suicidal behaviour. This suggests that there may be a subset of patients who present with suicidal behaviour who could be safely managed in community with access to virtual services and supportive interventions. The utilization of thorough suicide risk assessments to evaluate patients and their individual presentations would be an important component of this assessment and further research is warranted to identify additional factors that fit well with virtual care in the context of suicidal behaviour. In other work done by our team, some preliminary patient profiles that fit well with the model from the perspective of the providers were established to guide future service planning (20).

The predominant population admitted to the vCSU were adults who identified as female and who lived with family. The most common presenting issues at admission were depression and anxiety, suicidal behaviour/self harm, and/or the presence of a psychosocial event or stressor. The majority of referrals were initiated for risk and symptom monitoring or to assist with problem solving and recovery planning. In Manitoba, from 2014 to 2019, twenty-six percent of residents aged 10 or older were treated for at least one mental illness (21). The most common mental health presentations during this period were mood and anxiety disorders and the cumulative rate of mental illness for females was higher than males for all age groups (21). As such, the vCSU effectively captures a representation of the general Manitoba population who struggle with mental illness and are representative of the broader population receiving crisis support services.


4.1. Limitations

There are several limitations of our study. The vCSU was implemented rapidly during a unique situation created by the COVID-19 pandemic. The model remained stable throughout the study period, but as public health restrictions varied, patient preference and suitability for vCSU care may have shifted. For example, patients at high risk for or infected with COVID-19 were not eligible for in-person services. In the comparison analysis, data were only available for referrals from the CRC, and EPR data were not inclusive of other factors that could be influencing virtual admissions. Although there were repeat admissions for a portion of individuals, each visit was treated as an independent observation in the analysis since individuals can present for very different reasons from one visit to the next. There are, however, unmeasured variables that may affect referral to one or the other for a small number of frequent users of services (eg. care plans that limit number of admissions to the CSU in a given time period). Our study did not evaluate the perspective of the patients receiving these services and did not include a detailed examination of factors leading to transfer to in-person services. Future research would include input from patients especially regarding their preferences for care and the comparison of the perceived efficacy of virtually administered care compared to in person. While the data support that the vCSU increased access to mental health services during the COVID-19 pandemic, it is important to note that a lack of access to a phone or video conferencing technology device serves as a potential barrier to individuals for geographical and/or socioeconomic reasons that do not have, or cannot use, these communication platforms (22). This, along with other social determinants of health that are disproportionately experienced by those with lower socioeconomic status, speak to the complexities in understanding how to deliver virtual mental health services at a population level (23). This is an area requiring further exploration as systems move forward with expanded virtual care plans.



4.2. Conclusions

The unique situation created by the COVID-19 pandemic presented an unprecedented opportunity for the rapid establishment of novel virtual care models including the vCSU. This study has demonstrated this type of model as a safe, effective, and feasible mechanism for providing mental health crisis care. An admission to the vCSU can accommodate a wide variety of clinical presentations, provide services at an intensity that would otherwise be reserved for in-person facilities, and decrease wait times in emergency departments. Additional work is needed to further evaluate the effectiveness of virtual care compared to traditional in-person care and establish the sustainability and cost-effectiveness of virtual models of care. Virtual models can simultaneously provide person-centred care options and optimize health system resources and wait times.




Data availability statement

The original contributions presented in the study are included in the article/further inquiries can be directed to the corresponding author.



Ethics statement

This study involving human participation was reviewed and approved by the University of Manitoba Research Ethics Board [HS23878 (H2020:196)]. Written informed consent for participation was not required for this study in accordance with the national legislation and the institutional requirements.



Author contributions

KP contributed to the study conception, data collection, analysis and interpretation, and drafted the manuscript. AC to data collection, analysis and interpretation, and drafted the manuscript. JB contributed to study conception, data interpretation and revised the manuscript. EH contributed to study conception, data interpretation, and revised the manuscript. SS contributed to data collection and analysis, and revised the manuscript. JH contributed to the study conception, data analysis and interpretation, and drafted the manuscript. All authors contributed to the article and approved the submitted version.



Funding

This study received funding from the Canadian Medical Association Joule Innovation Grant Program.



Acknowledgments

The authors acknowledge the contributions of the clinical staff members from the Crisis Response Centre and the Crisis Stabilization Unit in service provision and program data collection. The authors acknowledge the support of Shared Health services and facilities in the conduct of this study.



Publisher's note

All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.



References

1. Hoffman DA. Increasing access to care: telehealth during COVID-19. J Law Biosci. (2020) 7(1). doi: 10.1093/jlb/lsaa043

2. Brooks SK, Webster RK, Smith LE, Woodland L, Wessely S, Greenberg N, et al. The psychological impact of quarantine and how to reduce it: rapid review of the evidence. Lancet. (2020) 395(10227):912–20, doi: 10.1016/S0140-6736(20)30460-8

3. Cullen W, Gulati G, Kelly BD. Mental health in the COVID-19 pandemic. QJM. (2020) 113(5):311–2. doi: 10.1093/QJMED/HCAA110.

4. Marroquín B, Vine V, Morgan R. Mental health during the COVID-19 pandemic: effects of stay-at-home policies, social distancing behavior, and social resources. Psychiatry Res. (2020) 293. doi: 10.1016/j.psychres.2020.113419

5. Shore JH, Schneck CD, Mishkind MC. Telepsychiatry and the coronavirus disease 2019 pandemic-current and future outcomes of the rapid virtualization of psychiatric care. JAMA Psychiatry. (2020) 77(12):1211–2. doi: 10.1001/jamapsychiatry.2020.1643

6. Lewis G. Predictive modeling in action: how “virtual Wards” help high-risk patients receive hospital care at home. The Commonwealth Fund: Issues in Int Health Policy. (2010) 90(1430). Available from: https://www.commonwealthfund.org/sites/default/files/documents/___media_files_publications_issue_brief_2010_aug_1430_lewis_predictive_modeling_in_action_virtual_wards_intl_brief.pdf.

7. Ndegwa S. The use of virtual wards to reduce hospital readmissions in Canada. Environmental Scan: Canadian Agency for Drugs and Technologies in Health. (2011) 27. Available from: https://www.cadth.ca/sites/default/files/pdf/ES-27_virtual_wards_e.pdf.

8. Canady VA. Virtual clinic to assist patients with urgent psychiatric care. Mental Health Weekly. (2020) 30(17):7. doi: 10.1002/mhw.32338

9. Vindrola-Padros C, Singh KE, Sidhu MS, Georghiou T, Sherlaw-Johnson C, Tomini SM, et al. Remote home monitoring (virtual wards) for confirmed or suspected COVID-19 patients: a rapid systematic review. EClinMed. (2021) 37. doi: 10.1016/j.eclinm.2021.100965

10. Hensel JM, Bolton JM, Svenne DC, Ulrich L. Innovation through virtualization: crisis mental health care during COVID-19. Canad J Commun Ment Health. (2020) 39(2):71–5. doi: 10.7870/cjcmh-2020-014

11. Shared Health Manitoba. Crisis Stabilization Unit. Available at: https://sharedhealthmb.ca/services/mental-health/crisis-stabilization-unit 2020 (Accessed July 6, 2022).

12. Statistics Canada. 2021 Census of Population. Catalogue no. 98-316-X2021001. Statistics Canada. (2023).

13. Vakil T, Carignan Svenne D, Bolton J, Jiang D, Svenne S, Hensel J. Analysis of the uptake and associated factors for virtual crisis care during the pandemic at a 24-hour mental health crisis centre in Manitoba, Canada. BMC Psychiatry. (2022) 22:527.

14. Statistics Canada. Census Forward Sortation Area Boundary File. 2016 Census. (2017).

15. Statistics Canada. 2016 Census. Catalogue no. 98-316-X2016001. Statistics Canada. (2017).

16. Kelen G, Wolfe R, D’Onofrio G, Mills A, Diercks D, Stern S, et al. Emergency department crowding: the canary in the health care system. NEJM Catal. (2021) 5(2). doi: 10.1056/CAT.21.0217

17. Morland LA, Poizner JM, Williams KE, Masino TT, Thorp SR. Home-based clinical video teleconferencing care: clinical considerations and future directions. Int Rev Psychiatry. (2015) 27(6):504-12. doi: 10.3109/09540261.2015.1082986

18. Jong M, Mendez I, Jong R. Enhancing access to care in northern rural communities via telehealth. Int J Circumpolar Health. (2019) 78(2. doi: 10.1080/22423982.2018.1554174

19. Byrne P. Managing the acute psychotic episode. Br Med J. (2007) 334(7595). doi: 10.1136/bmj.39148.668160.80

20. Lee K, Bolton SL, Shterenberg R, Bolton JM, Hensel JM. Early learning from a low-resource COVID-response virtual mental health crisis ward: mixed methods study. JMIR Form Res. (2022) 6(11). doi: 10.2196/39861

21. Manitoba Health S and AL. Annual Statistics (2018–2019. 2020).

22. Reiss F. Socioeconomic inequalities and mental health problems in children and adolescents: a systematic review. Soc Sci Med. (2013) 90:24–31. doi: 10.1016/j.socscimed.2013.04.026

23. Crawford A, Serhal E. Digital health equity and COVID-19: the innovation curve cannot reinforce the social gradient of health. J Med Internet Res. (2020) 22. doi: 10.2196/19361












	
	TYPE Original Research

PUBLISHED 19 June 2023
DOI 10.3389/frhs.2023.1111677






[image: image2]

The impact of psychological distress on quality of care and access to mental health services in cancer survivors

Ola Abdelhadi*

Division of Health Policy and Management, School of Public Health, University of California, Berkeley, CA, United States

EDITED BY
Sagar Jilka, University of Warwick, United Kingdom

REVIEWED BY
Leonieke Kranenburg, Erasmus Medical Center, Netherlands
Nelson Shen, Centre for Addiction and Mental Health, Canada

*CORRESPONDENCE Ola Abdelhadi oabdelha@berkeley.edu

RECEIVED 09 December 2022
ACCEPTED 29 May 2023
PUBLISHED 19 June 2023

CITATION Abdelhadi O (2023) The impact of psychological distress on quality of care and access to mental health services in cancer survivors.
Front. Health Serv. 3:1111677.
doi: 10.3389/frhs.2023.1111677

COPYRIGHT © 2023 Abdelhadi. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.



Introduction: Psychological distress is highly prevalent among cancer survivors and significantly impacts their health outcomes. Our study aim is to examine the impact of psychological distress on the quality of care in cancer survivors.



Methods: We utilized longitudinal panels from the Medical Expenditure Panel Survey data spanning from 2016 to 2019 to estimate the impact of psychological distress on quality of care. We compared a sample of cancer survivors with psychological distress (N = 176) to a matched sample of cancer survivors without psychological distress (N = 2,814). We employed multivariable logistic regression models and Poisson regression models. In all models, we adjusted for age at the survey, sex, race/ethnicity, education, income, insurance, exercise, chronic conditions, body mass index, and smoking status. Descriptive statistics and regression models were performed using STATA software.



Results: Our findings revealed a higher prevalence of psychological distress among younger survivors, females, individuals with lower incomes, and those with public insurance. Cancer survivors with psychological distress reported more adverse patient experiences compared to those without distress. Specifically, survivors with distress had lower odds of receiving clear explanations of their care (OR: 0.40; 95% CI: 0.17–0.99) and lower odds of feeling respected in expressing their concerns (OR: 0.42; 95% CI: 0.18–0.99) by their healthcare providers. Furthermore, psychological distress was associated with increased healthcare utilization, as evidenced by a higher number of visits (p = 0.02). It also correlated with a decrease in healthcare service ratings (p = 0.01) and the affordability of mental health services (p < 0.01) for cancer survivors.



Discussion: These findings indicate that psychological distress can significantly impact the delivery of healthcare and the patient experience among cancer survivors. Our study underscores the importance of recognizing and addressing the mental health needs of cancer survivors. It provides insights for healthcare professionals and policymakers to better understand and cater to the mental health needs of this population.
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Introduction

Psychological distress is highly prevalent among cancer survivors and significantly affects their health outcomes and healthcare utilization, resulting in increased expenses (1). Psychological distress refers to the emotional suffering experience as a result of various psychological disorders (2). Approximately 25% of cancer survivors experience psychological distress, which can manifest as depression, anxiety, panic attacks, posttraumatic stress disorder, cancer worry, or anger (3–5). Furthermore, psychological distress can persist for up to 20 years following a cancer diagnosis, negatively impacting survivors’ health status and quality of life (6, 7). Despite the high prevalence of psychological distress among cancer survivors, little is known about how psychological distress impacts patients’ quality of care. A better understanding of how psychological distress impacts the quality of care can inform cancer care guidelines and policies to effectively manage psychological distress in clinical settings.

Psychological distress has been linked to a range of negative outcomes, including reduced quality of life, unhealthy behaviors, increased healthcare utilization, decreased treatment adherence, and higher mortality rates (8, 9). The effect of psychological distress on health outcomes is often linked to the perceived quality of care received by patients. Psychological distress can negatively affect the patient experience and satisfaction, which can further lead to overuse of healthcare services (10). Given the significant impact of psychological distress on cancer survivors’ health outcomes and healthcare service utilization, it is essential to understand how psychological distress impacts patient experiences, particularly with respect to access to mental health services. Access to mental health services is critical for effective treatment plans, but clinicians may overlook signs of psychological distress during follow-up visits, particularly when there are other pressing physical health issues and limited time for clinic visits. This oversight can exacerbate the impact of psychological distress on patients’ perception of their physical and mental health. Recognizing the importance of addressing psychological distress for high-quality cancer care, the American College Surgeons Commission on Cancer Care mandated psychological distress screening for accreditation of cancer centers in 2015 (11). This mandate underscores the need to prioritize the mental health needs of cancer survivors and ensure that they receive the necessary support to cope with the emotional toll of cancer. However, more research is needed to understand and improve the quality of mental health care services to cancer survivors, with a particular emphasis on patient experience measures (12).

Patient experience measures are widely used to evaluate the quality of care and physician performance (13). In the National Quality Strategy, patient experience is recognized as one of three primary goals, alongside improving population health and reducing healthcare costs. The Consumer Assessment of Healthcare Providers and Systems (CAHPS) is a validated tool used to measure patient experience in cancer care (14). However, cancer survivors have reported lower quality scores for patient experience compared to non-cancer adults (15). Multiple factors can affect cancer patients’ reported experiences, including social and psychological factors, as well as patient characteristics. Patient experience is not solely determined by the quality of care provided. Other factors such as psychological and social factors, as well as patients’ characteristics, can also influence their reported experiences (16). Previous studies have found that patient experience can be associated with a patient’s race, socioeconomic status, and gender (16). Additionally, sociodemographic characteristics, as well as the type and stage of cancer diagnosis, can also influence the extent of psychological distress experienced by survivors (17). For instance, survivors from ethnic minority groups may face additional cultural and social barriers to accessing mental health services. Moreover, physical health and functional impairments resulting from cancer treatment may further exacerbate psychological distress (2). Thus, it is essential to consider the unique needs of each patient when addressing psychological distress among cancer survivors.

Existing research has demonstrated a clear link between psychological factors and patients’ perceptions of care quality and treatment outcomes. In spine surgery patients, those experiencing psychological distress reported lower levels of satisfaction than their non-distressed counterparts (18). Similarly, in the context of fertility clinics, patients with lower levels of anxiety reported more positive experiences and perceived higher levels of patient-centered care than those with higher anxiety levels (19). For cancer patients, the levels of psychological distress and predictors for such distress can vary by the survivorship period (20). Health-related quality of life, particularly regarding the empathy displayed by healthcare providers, has been shown to be associated with satisfaction reported by childhood cancer survivors (21). Furthermore, perceived lower care quality has been linked to experiences of stress or depression among hematological cancer survivors (22).

There is a scarcity of research that specifically examines the quality of care provided in mental health services as its primary focus. Previous studies in the mental health field have primarily concentrated on treatment effectiveness or mortality rates (23–25), with limited information available about patient experience. Moreover, there is a deficiency of specific and validated measures to assess the quality of care in mental healthcare compared to physical healthcare. Consequently, further research is needed to develop a more comprehensive understanding of patient experience within mental health services.

This study aims to examine the relationship between psychological distress and patient experiences among cancer survivors. Our hypothesis is that higher levels of psychological distress will be associated with lower reported measures of patient experience and limited access to care among cancer survivors. Understanding the impact of psychological distress on patient experiences can aid in developing patient-centered approaches to improve the quality of care received by cancer survivors.



Materials and methods


Data and sample

We utilized data from the Medical Expenditure Panel Survey (MEPS) for panels 21, 22, and 23 spanning the years 2016–2019 (26). The data we used was collected through the household component of the survey, which obtained information from a representative sample of non-institutionalized individuals in the United States. This sample was selected from individuals who participated in the National Health Interview Survey. For each panel, participants were interviewed in person and also provided self-administered questionnaires over a period of two years, amounting to five rounds of data collection. The MEPS dataset includes comprehensive information on sociodemographic characteristics, health status, medical conditions, and the quality of care received (27).

We initially identified participants who self-reported a diagnosis of cancer, excluding nonmelanoma skin cancers, which aligns with previous studies that did not classify nonmelanoma skin cancer as cancer survivors (28). From our dataset, we identified a total of 3,413 individuals who were cancer survivors. Among them, 423 participants had missing information about psychological distress, and they were excluded from the analysis. This left us with a final sample of 2,990 eligible cancer survivors, with 176 reporting psychological distress and 2,814 not reporting psychological distress.

To address any potential bias from missing information about the quality of care, we conducted a sensitivity analysis. The analysis compared the percentage of psychological distress between those with missing information and those without missing information. The results of our analysis indicated that there were no significant differences in the percentage of psychological distress between the group of participants with missing information about the quality of care and the group without missing information (p = 0.76).

For our matched analysis, we employed propensity score matching methods to create a matched sample of cancer survivors without psychological distress. The matching was based on age, sex (male or female), and race/ethnicity (Hispanic or non-Hispanic White, Black, Asian, or other). Propensity score matching involved predicting the conditional probability of having psychological distress based on the matched covariates. Using the propensity score, we matched each cancer survivor with psychological distress to a cancer survivor without psychological distress using the nearest neighbor matching process in STATA.




Variables


Outcome variables

We assessed the quality of care outcomes using a self-administered questionnaire adapted from the Consumer Assessment of Healthcare Providers and Systems Clinician and Groups (CAHPS-CG) survey. This survey is widely used to measure patient experience among both cancer survivors and non-cancer patients. All the measures we used pertained to experiences within the last 12 months.

In our analysis, we focused on eight specific measures. One measure examined access to mental health services and asked whether participants “Ever delay, forgo or make changes to mental health services because of cost?”. The remaining five measures assessed various aspects of patient experience, including: (1) how often healthcare providers explained things in a way that was easy to understand, (2) how often healthcare providers showed respect for what participants had to say, (3) how often healthcare providers spent enough time with participants, (4) how often healthcare providers listened carefully to participants, and (5) how often participants received care as soon as they needed it. Participants provided responses on a 4-point Likert scale, with 1 representing “never,” 2 representing “sometimes,” 3 representing “usually,” and 4 representing “always.” To facilitate analysis, we transformed these responses into binary variables, with “never/sometimes” grouped together and “usually/always” grouped together.

Two additional measures focused on the participant’s rating of healthcare services on a scale from 0 to 10, where 0 represented the worst possible healthcare and 10 represented the best possible healthcare. Lastly, we considered utilization, which referred to the number of times a person sought care from a doctor’s office or clinic.



Psychological distress

Psychological distress was assessed using the Kessler (K6) questionnaire, which has been widely used and validated as a screening tool for clinically significant psychological distress (29). This questionnaire has demonstrated consistency in measuring distress across various socio demographic populations.

The K6 questionnaire consisted of several questions that inquired about the frequency of certain experiences within the past 30 days. These experiences included questions about how often patients felt so sad that nothing could cheer them up; felt nervous; restless, or fidgety; felt hopeless; felt that everything was an effort, or felt worthless in the past 30 days. The response options were as follows: “none of the time” = 0, “a little of the time” = 1, “some of the time” = 2, “most of the time” = 3, and “all of the time” = 4. A total symptom score ranging from 0 to 24 was calculated based on the participant’s responses. Previous studies have established a cutoff point of 13 or higher to indicate clinically significant distress, using methods validated by prior research. Therefore, individuals with a score of 13 or above were classified as experiencing clinically significant psychological distress.

Psychological distress was assessed using the Kessler (K6) questionnaire, which has demonstrated consistency in measuring distress across various sociodemographic populations and has been validated as a screening tool for clinically significant psychological distress. The questionnaire consisted of items asking about the frequency of experiencing feelings such as sadness, nervousness, restlessness, hopelessness, lack of motivation, and worthlessness over the past 30 days. Response options ranged from “none of the time” to “all of the time” and were assigned values from 0 to 4, respectively. A total symptom score was calculated, with a score of 13 or higher indicating clinically significant distress based on established criteria used in previous studies.



Covariates

The sociodemographic characteristics considered in this study included age, sex, education level, race/ethnicity, and family income. Family income was categorized using poverty statistics from the Current Population Survey (CPS). The income categories were defined as follows: poor (<100% of the poverty level), near poor (100% to <125% of the poverty level), low income (125% to <200% of the poverty level), middle income (200% to <400% of the poverty level), and high income (>400% of the poverty level).

Participants’ health insurance status was categorized based on their self-reported type of insurance coverage, which included private insurance, public insurance, or being uninsured. An elevated body mass index (BMI) was defined as a BMI value exceeding 25 kg/m2. Adverse health behaviors were assessed by participants’ current smoking status and regular exercise habits (not meeting the guideline of 150 min per week).

Chronic conditions were identified based on participants’ self-reported diagnoses of certain medical conditions. These conditions included high blood pressure, heart disease, stroke, high cholesterol, diabetes, asthma, chronic bronchitis, and arthritis.



Analysis

Descriptive statistics, including chi-square tests and t-tests, were employed to compare the characteristics of cancer survivors with psychological distress and those without psychological distress. To estimate the impact of psychological distress and quality of care, multivariable logistic regression models were utilized. For outcomes related to the number of visits and doctors’ ratings, Poisson regression models were employed. In all models, adjustments were made for various factors, including age at the survey, sex, race/ethnicity, education, income, insurance, exercise, chronic conditions, body mass index, and smoking status. Both matched and unmatched analyses were conducted, and odds ratios were reported as the measure of effect. The descriptive statistics and regression models were performed using STATA software.




Results


Characteristics of cancer survivors with and without psychological distress

We conducted a comparison between two groups of cancer survivors: those with psychological distress (N = 176) and those without psychological distress (N = 2,814). Among the cancer survivors, we observed that higher levels of psychological distress were more prevalent among younger survivors, females, individuals with lower incomes, and those with public insurance as opposed to private insurance. Additionally, smoking and physical inactivity were more commonly reported among survivors with psychological distress when compared to those without psychological distress (Table 1). Moreover, there was a significant positive association between the presence of chronic conditions and psychological distress. The included cancer types in our study were listed in Table 2.


TABLE 1 Characteristics of cancer survivors with psychological distress and control group: medical expenditure panel survey 2016−2019.
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TABLE 2 Cancer type and visit number during last 12 months for cancer survivors with psychological distress and control group: medical expenditure panel survey 2016−2019.

[image: Table 2]



Health behaviors, chronic conditions, and socioeconomic status associated with psychological distress

In a multivariable logistic regression model, cancer survivors with psychological distress were more likely than cancer survivors without psychological distress to have lower incomes (OR: 1.56; 95% CI: 1.35–1.81), exercise less regularly (OR: 2.63; 95% CI: 1.61–4.17), and smoke (OR: 2.21; 95% CI: 1.40–3.51). Having at least one of the chronic conditions was associated with higher odds of having psychological distress (OR: 3.98; 95% CI: 1.75–9.07).



Quality of care associated with psychological distress

Cancer survivors with psychological distress reported significantly lower patient-reported quality of care. They indicated that healthcare providers were less likely to explain things in a way they understood (odds ratio OR: 0.25; 95% Confidence Interval CI: 0.13–0.47), show respect for what they had to say (OR: 0.35; 95% CI: 0.18–0.65), spend enough time with them (OR: 0.44; 95% CI: 0.24–0.48), and listen carefully to them (OR: 0.31; 95% CI: 0.17–0.57). However, when a matched sample was utilized, psychological distress remained significantly associated with providers explaining things in a way they understood (OR: 0.40; 95% CI: 0.17–0.99) and providers showing respect for survivors’ perspectives (OR: 0.42; 95% CI: 0.18–0.99) (Table 3).


TABLE 3 Regression coefficients for matched and unmatched effects of psychological distress on outcomes: medical expenditure panel survey 2016–2019.

[image: Table 3]

Furthermore, health care service ratings on a scale of 0–10 were lower by 0.8 (p = 0.02) among cancer survivors with psychological distress compared to those without distress. Additionally, survivors with psychological distress had an increase of one additional visit every two years (p = 0.01) compared to survivors without psychological distress (Figure 1).


[image: Figure 1]
FIGURE 1
Quality and access to care associated with psychological distress: medical expenditure panel survey 2016−2019. Odds ratios and confidence intervals for quality and access to care factors associated with psychological distress. Ratios above one mean positive association and ratios below one mean negative association. The number of visits increased and health service rating, affordability of mental health services, providers respect, and explain scores decreased in patients with psychological distress compared to patients with no psychological distress.


Among cancer survivors, those with more severe psychological distress were more likely to report that mental health services were unaffordable compared to those with less severe distress (15.15% vs. 5.63%, OR: 0.90; 95% CI: 0.85–0.97, p < 0.01) (Figure 2).
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FIGURE 2
Percentage of individuals unable to afford mental health services by severity of mental distress. Rates of inability to afford mental health services among cancer survivors by psychological distress status. Survey question: “Ever delay, forgo or make changes to mental health services because of cost?” Respondents selected “yes” and “no” for the question. Kessler 6 includes a self-reported questionnaire: Participants were asked to indicate the frequency of experiencing specific feelings in the past 30 days, including feeling extremely sad to the point where nothing could cheer them up, feeling nervous, restless, or fidgety, feeling hopeless, feeling that everything was an effort, or feeling worthless. The response options ranged from “none of the time” to “all of the time” and were assigned numerical values of 0–4, respectively. A total symptom score was calculated by summing the individual item scores, resulting in a possible range of 0–24. Scores equal to or greater than 13 were indicative of clinically significant distress, based on established criteria used in prior studies.





Discussion

Our study utilized national population-based data to examine the impact of psychological distress on various aspects of cancer survivors’ patient-reported experiences, access to mental health services, healthcare utilization, and healthcare service ratings. We found that psychological distress had a significant influence on how cancer survivors perceived their interactions with physicians, particularly in terms of understanding treatment plans and feeling respected. Furthermore, cancer survivors with psychological distress reported lower ratings for healthcare services, limited access to mental health services, and higher healthcare utilization rates. These findings align with previous research conducted on non-cancer patients and support existing literature indicating that patient satisfaction and perceived quality of care measures can be affected by the level of psychological distress (8, 18, 30–32).

Patient experience plays a crucial role in assessing the quality of care and has a significant impact on patient outcomes and healthcare costs (33). Positive patient experiences and effective communication contribute to improved care and treatment adherence, particularly for cancer survivors who often face multiple mental and physical health challenges (4). Research suggests that patient experiences are influenced by both individual characteristics and structural factors within the healthcare system (34). For instance, sociodemographic disparities can affect the patient experience, with ethnic minority patients often reporting lower satisfaction than their white patients (5). Furthermore, healthcare structural factors such as resource availability, training, and policies can also impact patient experience. In our analysis, we observed that the presence of psychological distress in patients was associated with patients reporting less time spent with healthcare providers. It is essential for providers to address not only the physical but also the mental health needs of cancer survivors. However, resource limitations, such as limited visit time and the prioritization of more urgent physical health needs, often result in the neglect of survivors’ mental health. A systematic review highlighted that primary care services for cancer patients often fail to address their psychological needs, leading to increased healthcare utilization (35).

The treatment of cancer is often complex, requiring sufficient visit time with physicians and clear explanations that patients can easily understand. Moreover, it is important to consider the psychological and cultural factors that may influence the treatment of cancer patients. Previous research has highlighted the significance of understanding patients’ culture and perceptions when assessing, diagnosing, and treating depression in this population (36). In our study, we observed that cancer patients with psychological distress reported a lack of clear explanations from their doctors in a way that they could understand. This finding aligns with previous studies that have highlighted the unmet informational needs of cancer survivors (37). Policy guidelines and healthcare institutions that prioritize patient experience as a measure of care quality can play a crucial role in supporting researchers and healthcare providers in addressing the gaps in screening and managing psychological distress among cancer survivors (38).

Psychological distress imposes a significant economic and health burden (39), particularly among cancer survivors (1, 35). Consistent with previous research, our study using data from the National Health Interview Survey (NHIS) revealed that long-term cancer survivors had a higher prevalence of psychological distress compared to adults without a history of cancer (5.6% vs. 3%) (6). In our study, we also found that 5.9% of cancer survivors reported experiencing psychological distress. Moreover, cancer survivors face challenges in accessing mental health services, primarily due to the high associated costs. Among various chronic conditions, the healthcare costs related to psychological distress are particularly high in cancer survivors (40). However, there is limited evidence on the effective management of psychosocial problems in cancer survivors within general practice settings (35). Therefore, there is a pressing need to incorporate consistent and validated screening measures for psychological distress, as well as cost-effective management protocols, into cancer survivorship care plans (41).

The higher prevalence of psychological distress among cancer survivors, coupled with the limited access to mental health services (42), underscores the importance of implementing policy interventions alongside treatment plans to address psychological distress and meet the comprehensive healthcare needs of patients (43).

Psychological distress among cancer survivors was found to be associated with lower quality of care indicators. Previous research has demonstrated that preoperative anxiety and depression in prostate cancer patients were linked to higher postoperative pain levels during hospitalization and after discharge (44). Similarly, distressed breast cancer survivors reported a greater number of treatment-related complaints (20). Depression among cancer survivors was associated with perceived lower quality of care in various aspects, including treatment delivery, treatment decision-making, follow-up care, respectful communication, patient preferences and values, and access to cancer information (22).

Conversely, good doctor-patient communication has been shown to be associated with lower psychological distress among cancer survivors (21, 45). These findings emphasize the importance of addressing psychological distress in the healthcare setting to improve the overall quality of care for cancer survivors. By focusing on effective communication and addressing the emotional needs of patients, healthcare providers can contribute to better patient experiences and outcomes in survivorship care.

Previous studies on health behavior interventions have demonstrated a significant positive impact on reducing psychological distress and improving quality of care outcomes in cancer survivors (46–48). These interventions have shown promising results in enhancing the well-being of survivors.

For instance, early implementation of cognitive-behavioral stress management programs has been found to reduce depression in breast cancer patients even up to 15 years after their diagnosis (49). This highlights the potential long-term benefits of psychological interventions in improving mental health outcomes for cancer survivors. Additionally, research has revealed a biological link between stress management and increased survival rates among cancer patients (50, 51), further emphasizing the importance of addressing psychological distress in cancer care.

Our study is subject to several limitations that should be considered when interpreting the findings. Firstly, the cross-sectional nature of the data prevents us from establishing causal relationships between psychological distress and quality of care. However, we took measures to ensure that patients reported on the quality of care after the diagnosis of psychological distress by using longitudinal panels. Secondly, the lack of information on cancer stage, severity, and time since diagnosis in the public data used for our analysis is a limitation. These factors are known to influence psychological distress in cancer survivors, and their absence may impact the generalizability of our findings. Nonetheless, previous studies have indicated that psychological distress is prevalent among cancer survivors across different cancer types and regardless of the time since diagnosis (6, 40). Thirdly, we did not have detailed information on specific psychological disorders diagnosed in the participants. Therefore, we were unable to account for the influence of specific disorders on the association between psychological distress and quality of care. However, the Kessler psychological distress survey used in our study has demonstrated high sensitivity and specificity in detecting psychological distress, as well as screening for symptoms of depression and anxiety. Finally, we were not able to study the impact of COVID-19 on psychological distress and quality of care in cancer survivors, as we were unable to include data from the COVID-19 years. The data collection process for 2020 was affected by the pandemic, leading to difficulties in pooling the data. Furthermore, the quality of care indicators, which are evaluated every other year, were last reported in 2019, and data for 2021 is currently unavailable. Finally, despite previous studies documenting the high psychological burden and unmet needs among cancer survivors during the COVID-19 pandemic (52, 53), we encountered challenges in studying the impact of COVID-19 on psychological distress and quality of care in cancer survivors, as we were unable to include data from the COVID-19 years. The data collection process for 2020 was affected by the pandemic, leading to difficulties in pooling the data. Furthermore, the quality of care indicators, which are evaluated every other year, were last reported in 2019, and data for 2021 is currently unavailable.

Future research should aim to examine the effectiveness of interventions targeting the reduction of psychological distress in improving patient experience and quality of care. By addressing these limitations and conducting further investigations, we can gain a better understanding of the complex relationship between psychological distress and quality of care in cancer survivors.



Conclusion

High prevalence of psychological distress among cancer survivors has significant implications for the quality of care they receive. It can negatively impact patient experience, particularly when access to mental health services is limited. Providing adequate psychological support to cancer survivors is crucial for improving the quality of care, optimizing healthcare utilization, and enhancing health outcomes. This study carries important implications for healthcare providers and policymakers involved in improving the well-being of cancer survivors. These findings identify gaps in cancer survivorship care and guide the development of interventions aimed at improving access to and quality of mental health services. Furthermore, it can inform policy initiatives that promote equitable access to mental health services for cancer survivors, resulting in improved patient experiences and health outcomes.
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Background: Adults with a serious mental illness (SMI) are at greater risk of physical health morbidity and premature death than the general population, largely as a result of preventable physical health issues. Staff working in mental health services have a role to play in addressing these inequalities, but little is known about how they perceive their role and how this impacts on their practice. Understanding this better would enable services to improve their approach and support better health outcomes for SMI patients. A service evaluation was undertaken to investigate how physical healthcare is approached within adult community mental health teams (CMHTs) at a South London (UK) Mental Health Trust.



Methods: This was a prospective, cross-sectional evaluation design. Interviews and focus groups were conducted with clinical staff, service users and carers (non-professional caregivers e.g., family or friends, of adults living with an SMI), to understand their experiences and to identify key barriers and facilitators to supporting physical healthcare support for adults with SMI. Thematic analysis was conducted to identify key themes which were classified into five main categories.



Results: 50 participants took part in the study, 38 were clinical staff, eight were service users and four were carers. We found staff widely recognised the importance of supporting physical healthcare. However, there was variability in how staff approached physical healthcare in routine practice, and differences in how physical healthcare is experienced by service users and carers. Staff were keen to engage in changes to the way physical healthcare is delivered in CMHTs. However, they sought clearer guidance on their roles and responsibilities, and wanted to better understand the rationale for changes in community mental health practice, such as increased screening for physical healthcare. Service users and carers felt equally that the role of CMHTs in physical healthcare was unclear, which limited their ability to access it and understand the benefit for their overall care. Staff articulated gaps in leadership and training that impacted on their ability to implement the overall vision for physical healthcare within the Trust.



Conclusion: Mental health staff recognise the role they play in supporting the physical health of adults living with SMI. This evaluation provides insight into common barriers and facilitators faced by staff, service users and carers when providing or accessing physical healthcare within adult CMHTs. These findings indicate a more comprehensive and better articulated approach to physical healthcare in mental health Trusts is needed to ensure service users and their carers understand what support is available and how to access it and to equip staff to provide and sustain that care in routine practice.
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1. Introduction

Adults with a serious mental illness (SMI) such as schizophrenia, schizoaffective disorder, bipolar disorder, and depressive psychosis are at greater risk of physical health morbidity and premature death than the general population (1). Within the UK, primary care is the first point of contact for people to access physical healthcare services but for people with SMI they may also access support through secondary mental health services, which would usually be a Community Mental Health Team (CMHT).

Several small-scale UK studies have considered the challenges in providing physical healthcare for adults living with SMI. One study identified multiple barriers including mental health professionals seeing physical healthcare planning as secondary to mental health care planning (2) and another identified that processes set up for screening and managing physical healthcare for adults with SMI are often limited due to staff lacking appropriate skills and knowledge to do this (3). Both studies suggested that effective integrated care is facilitated when service users are involved in developing services and when general practitioners are aware of any secondary care planning involving the physical health of their patients.

Other research has explored the experience of mental healthcare staff who provide physical healthcare and the impact this has on the provision of care for service users. A survey of mental healthcare professionals undertaken by Papachristou et al. (2019) (4) suggested that clinical staff were unclear about which service users had comorbid health conditions and frequently lack training or resources to facilitate dual care (4). Butler (2020) (5) investigated the attitudes of healthcare professionals to the provision of physical healthcare in CMHTs and suggested that how staff experience the changes and how these impact on service users needs to be better understood by policymakers. They also found that clinicians with specific physical health training were more likely to advocate for physical health support for their service users.

Several papers have explored the perspectives of service users [e.g., (6, 7)], who largely feel their physical health is not prioritised when accessing mental health services and want to see greater physical health knowledge amongst mental healthcare professionals. Hughes (2009) (7) explored the experiences of service users with sexual health concerns and found they valued being able to talk openly about concerns relating to all aspects of their health with mental healthcare professionals and for those concerns to be addressed in a coordinated way.

Finally, a study by Onwumere et al. (2018) (8) explored the experiences of non-professional caregivers (e.g., family or friends) of adults living with an SMI, revealing frustrations with the lack of coordinated care for adults with SMI when moving between parts of the care system, and the systemic burden it creates for carers. They found that the identification and management of physical health problems, gaps in services for comorbid health problems and the impact on carers when supporting loved ones outside of statutory care were key concerns.


1.1. Rationale and aims for a service evaluation

This service evaluation was undertaken in the South London and Maudsley NHS Foundation Trust (referred to as ‘the Trust’ throughout). The National Institute for Health and Care Excellence (NICE, 2014) (9) issued guidance in 2014 for the provision of annual physical health checks for adults with SMI with care shared between primary and secondary services. The Trust responded to this guidance by developing a strategy that outlined the responsibilities of the organisation and its staff when providing physical healthcare for adults with SMI. The Trust were keen to understand how physical healthcare is currently approached by clinical staff working within adult CMHTs, and how it is experienced by service users and carers using those services.

The scope of this service evaluation was discussed and agreed between the researchers and the Trust. We aimed to gather a wide range of staff perspectives to obtain a general view and not to draw comparisons between professional groups, teams or services within the organisation.

We aimed to explore which barriers and facilitators contribute to five main areas of interest as identified by the Trust:


	i.The approach and practice of staff towards physical healthcare

	ii.The use of physical health systems and tools

	iii.The physical health knowledge and skills used by staff

	iv.The perceptions and attitudes of staff towards physical healthcare within the Trust

	v.The experiences and outcomes of service users and carers



The service evaluation was designed to enable the Trust to use the insights gained to inform local decision-making and improve future routine practice regarding physical healthcare (10).

Note: facilitation of shared care, or the integration of care services between primary and secondary care providers sits outside of the scope of this evaluation.




2. Methodology


2.1. Design

This was a prospective, cross-sectional service evaluation designed by the research team in collaboration with the Trust, and experts with lived and clinical experience of SMI. Qualitative data collection methods were used to gain in-depth, detailed perspectives on the evaluation questions from the study participants. We conducted interviews and focus groups with staff working in or responsible for CMHTs, as well as focus groups with service users and their carers.



2.2. Ethics

Approval was obtained from Clinical and Information Governance professional leads at the Trust (on 14th March 2022). All participants involved in the study were briefed prior to taking part and given written information about how their data would be used within the evaluation process and as part of any final publications. Participants provided written informed consent to participate in the study. Participation was voluntary and withdrawal was possible at any stage.



2.3. Setting

This service evaluation was conducted in Adult Community Mental Health services at the South London and Maudsley NHS Foundation Trust, the largest mental health Trust in the UK, serving a local population of 1.3 million people in south east London. The Trust supports approximately 40,000 service users within community services across four boroughs: Southwark, Lambeth, Lewisham, and Croydon (11).



2.4. Participants


2.4.1. Inclusion criteria

Staff: were over 18 years old, currently working within adult CMHTs with experience of supporting adults with SMI with associated physical health problems.

Service users and carers: had to have used adult CMHT services (as a service user or carer) at the Trust within the past 12 months and be aged over 18 years old.



2.4.2. Sampling and recruitment

A purposive sampling technique was used to ensure participants were from a wide range of clinical roles, from different sociodemographic groups and to ensure service user and carer representation.


2.4.2.1. Clinical staff

Key clinical roles based within adult CMHTs were identified with clinical service leads. These roles included community matrons, general managers, clinical service leads, team leaders, doctors at different grades (i.e., attending level physicians and residents in the USA), nurses, social workers, and occupational therapists. Staff demographic data from the Trust were used to ensure the final sample was demographically representative of the Trust's workforce, as set out in the 2021–2022 Workforce Equality and Diversity Report (12).



2.4.2.2. Service users and carers

Service users and carers were recruited via existing patient and public involvement within the Trust. An online participation advert was also used. Service users and carers were selected using the INCLUDE framework (13) to ensure sufficient diversity and inclusion across participants. Demographic data from across all four boroughs were used to inform participant selection to ensure representativeness, using the 2021/2022 Trust-wide Equality Information Report (14). Service users and carers were paid for their involvement in accordance with national guidelines.





2.5. Procedure for interviews and focus groups

Participants interested in taking part were contacted by a researcher (GT) who explained the evaluation to them. All participants taking part provided written informed consent and were asked to complete a demographic questionnaire prior to the interview or focus group.


2.5.1. Interview and focus group design

The evaluation team developed a schedule of questions to use in interviews and focus groups (see additional material 1). Based on the five main areas of interest (see Section 1.1) the researchers co-developed questions with an independent panel of clinical staff, service users, and carers. Questions were reviewed by the evaluation team made up of clinicians and academics (including authors: GT, RM, JW, NSt, NS, FG, ES and KA). A semi-structured interview format was used, with additional prompts used to support wider enquiry during questioning. Before data collection, two pilot interviews and two pilot focus groups were undertaken to test questions and practice facilitation. All recordings were saved with a participant ID number transcribed by an independent transcriber. Transcripts were saved securely in a password protected file on a SLaM electronic drive and the original recordings were deleted.



2.5.2. Interviews

General managers, clinical service leads, team leaders, mental health nurses, occupational therapists, social workers, advanced practitioners, and physical health leads were invited to participate in online interviews using Microsoft Teams. All interviews lasted for one hour.



2.5.3. Focus groups

Focus groups were conducted online using Microsoft Teams with doctors, care coordinators, service users, and carers. All focus groups lasted for one hour for clinical staff, and two hours for service users and carers. Sessions were led by two facilitators (one researcher, GT, and one expert by experience) and had a maximum of six participants per group.





3. Stakeholder involvement

Throughout the evaluation, progress was reviewed in the existing Trust and project forums including fortnightly meetings with Physical Health Leads from the Trust and monthly evaluation team meetings.

An independent group of clinical advisors was recruited to ensure the experiences of clinical professionals and people using services were included throughout. The group was made up of clinical advisors working within Trust CMHT services (two doctors and four care coordinators) and three experts with lived experience (two service users and one carer). Applications for expert roles were advertised and all advisors were selected following an interview. Members of the above groups were involved throughout the study to routinely share progress and gather feedback at key stages.



4. Analysis

The analysis was undertaken by a team with one main coder (GT), a main reviewer (JW) and two additional reviewers (ES and RM).


4.1. Data extraction and coding

All transcripts were uploaded to NVivo (version 12) (QSR International, 2020). Initially GT, JW and RM read three early transcripts and extracted 5 preliminary themes and related subthemes from these (see Figure 1). Once these preliminary codes were agreed, GT continued to extract and categorise codes from the remaining transcripts. JW systematically read through the detailed coding once completed to check coding quality and accuracy. ES and RM reviewed the coding structure at regular intervals: when 10%, 25%, 50%, 75% and finally 100% of transcripts had been coded. Each review interval provided an opportunity to review the original aims of the study, to review the code structure and to observe patterns from the data. The research team were then able to synthesise the data into five main themes and related subthemes. These themes were then translated into recommendations for practice by the Trust, and these were shared with participants (4 workshops with 30 staff, 10 service users and 5 carers) to check whether these reflected the experiences of the participants.


[image: Figure 1]
FIGURE 1
Schematic representation of the five main themes and related subthemes that were identified from the data set.





5. Results


5.1. Demographics

50 participants took part in the study. 38 were clinical staff, eight were service users and four were carers. We collected demographic data from 22 clinical staff and all service users and carers. Participant demographics are shown in Tables 1, 2.


TABLE 1 Demographics of clinical staff.

[image: Table 1]


TABLE 2 Demographics of service users and carers.
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The mean age of participants was 51, with most participants being female. For the staff we had demographic data for the largest ethnic group was White British, followed by Black African, which is proportional to the workforce. Most participants had worked in the Trust for at least three years. Amongst service users and carers the largest ethnic group was also White British, followed by Black British, Mixed British, and Asian British, with one participant per non-white ethnicity. All service users, except for two participants, reported having a diagnosed SMI and had accessed CMHT services at the Trust for 12 months or more.

23 interviews were completed with clinical staff from a range of teams and professional roles. Eight focus groups were held: four with clinical staff (15 participants), two with service users (eight participants), and two with carers (four participants).



5.2. Findings

35 hours of interview and focus group recordings were fully transcribed and submitted for analysis. Five main themes and related subthemes were identified (see Figure 1). These themes were mapped against the five main areas of interest (themes) (see 1.1). Sections 5.2.1–5.2.4 report on clinical staff experiences and section 5.2.5. reports on the experience of service users and carers.


5.2.1. Physical health approach and practice of staff


5.2.1.1. Culture and communication

All participants identified with the importance of addressing physical healthcare, however, there was variability in awareness of the Trust's vision and strategy. For example, some participants, mostly clinical managers, were aware the Trust has a vision for better whole-person healthcare, often referring to the Trust strategy Aim High, Changing Lives (2021–2026) (15) but were uncertain of how to embed this into teams and everyday practice. Participants consistently reported being unclear on policy and expectations for physical healthcare practice across the organisation. Some participants in frontline roles suggested staff involvement in developing visions and strategies to inform change initiatives would help with this lack of clarity.


“At this stage, I don’t know if [the policy] has been put into practice yet. It feels like an idea, and it sounds positive, but what does that look like on the ground? How is it impacting the actual delivery of care? We can have ideas around what things should look like, but how has that changed the way care is being delivered?” – P1



Participants’ experiences of communication from the Trust regarding physical healthcare varied largely based on their role and the borough in which they worked. Participants who had experienced positive communication described clear guidance from managers and regular opportunity to feedback on their experiences. Participants who had encountered difficulties in communication were unclear about both the organisation's role and their individual remit, but also reported a lack of opportunities to discuss experiences of physical healthcare with colleagues or managers.


“We’re trying to bring in a structure for communicating things, so we’re actually communicating information that needs to be handed over in a clear and concise manner. I know I’ve sat in meetings where people talk round and round, and you don’t actually get a sense of what’s happening. I think it’s [providing] a safe space for people to say, ‘I’m not sure about this,’ and feel supported so they’re not carrying things… it’s about team ownership…working together as a team.” – P2





5.2.1.2. Variability across services

Participants discussed variability in how individual services and teams approached physical healthcare in routine practice. Some participants in managerial roles identified that they had the confidence to use their personal agency to develop plans locally, whereas others felt they needed more support from strategic leaders to do this. Some participants reflected on variable progress in the approaches to physical healthcare in their localities. All participants recognised the need for localised plans that respond to the needs of the local population, however many noted this could also be a barrier to consistency across the organisation. Enablers included having a more structured and coordinated implementation plan for physical healthcare to ensure consistency between teams, and regular forums for frontline staff and managers to share best practice and develop common solutions.


“There’s confusion across all the different boroughs, we are all supposed to be doing the same thing, [but] some boroughs have got their own physical health team, others don’t, so my confusion is what does the central team do for us? Things like that.” – P3



Most participants reported variability of approach was a barrier in how physical health checks were approached across services which led to an uncoordinated approach to engaging service users and engagement with primary care. Some participants expressed confusion about what physical health monitoring should look like whereas others were confident about what was expected and were keen to develop and share best practice with others.


“At the moment we know all the different teams work differently. We’re trying to look through the data, see where the good practice is, see where the maybe not so good practice is, and then target those specific areas.” – P4





5.2.1.3. Clinical remit and practice: differences between primary and secondary care services

Participants in frontline clinical roles reported a lack of clarity about which services should be accountable for providing physical healthcare and was largely perceived as the responsibility of primary care. Some participants were concerned that if mental health staff complete physical health checks, aspects may be missed, or primary care may perceive those needs are being addressed in secondary care services when they cannot be. Participants in frontline roles suggested that to mitigate confusion staff in SLaM need to be clear about their clinical remit when providing physical healthcare in routine mental health practice and this should be shared with colleagues in primary care, as well as service users and carers.


“I think sometimes the right hand doesn’t know what the left hand’s doing…the GP thinks mental health services are doing it, the mental health services think the GPs are doing it. I mean, there’s an argument…for both sides to do that.” - P5






5.2.2. The use of physical health systems and tools


5.2.2.1. Burden

Most participants in frontline staff roles reported barriers to using multiple processes and systems for recording physical health including capacity, burden, and knowledge. The main concern was a lack of confidence in what data should be recorded, how, why, and where. Most participants felt greater clarity was needed on why these data are collected in mental health services, and how they can be used effectively in mental health care provision and planning.


“[Using multiple systems] has increased my personal workload because, every time I see the patients, I go through the physical health, I go through the records, and again it’s other issues – so records are not always up to date…so, it increases the workload…I need to screen to make sure the patient has the kind of physical health investigations as they should.” - P6





5.2.2.2. Governance and compliance of physical health data

Governance and compliance of physical health data capture, use and reporting was variable across teams. Some participants in frontline roles commented that the use of multiple systems to capture service user physical health data created difficulties in practice, such as poor integration of and continuity across care records. Some participants in managerial roles reported difficulties in navigating various data systems to report physical health data accurately and to a consistent standard. Streamlined systems or greater interoperability between systems, clearer guidance, training, and refresher training, as well as clear access to support in the event of concerns with data completion or reporting were seen as enablers.


“A system that can be put in place to help us prioritise and continue to monitor physical health issues I think that would be helpful as well, because currently we don’t really have a system to monitor that and keep track of things.” - P7





5.2.2.3. Quality assurance and reporting

Many participants in frontline roles wanted simpler reporting systems and tools within routine practice to support how they monitor and report on the physical health of their service users. Some participants in managerial roles identified concerns about how to effectively report physical health data and how to support their staff to collect accurate data that can inform good quality reporting processes. Most participants in managerial roles were concerned about quality monitoring and reporting procedures for physical health, for example, many reported issues with reporting effectively upwards and using data to inform improvements in services on the ground.


“I think, for me, data’s helpful but, unless you’ve got the context, you can’t place it, you can’t understand it. You go to any quality and performance meetings at the board level, they want data, but the data is only telling you one side of the story. It’s not giving you the barriers or enablers as to why your results are what they are. I think we don’t look at the qualitative stuff. I know we’re looking at bigger numbers and it’s a performance thing, but I think that is a really key part.” - P8






5.2.3. The physical health knowledge and skills of staff


5.2.3.1. Knowledge and skills

All participants were aware of and had completed the mandatory Trust training on physical health but perceived it as limited (both in terms of content covered and duration) and requiring further development if physical healthcare is to be given more prominence in routine practice. Most participants felt role-specific training would ensure specific learning needs are identified and met. Participants in managerial roles identified training on how to manage team approaches to physical healthcare practice would be helpful.


“Staff in the community are coming from a different background. It could be nursing staff who know how to do basic things like blood pressure, etc., pulse, respiration, etc. And there are social workers who don’t have a clue what we’re talking about. …I think, when we target the training, the training should be targeted at different groups in the community mental health team.” – P9





5.2.3.2. Resources

Some participants felt there was a lack of resources (e.g., information, time, and equipment) to support physical healthcare within Trust services. Participants felt physical healthcare could be difficult to prioritise alongside other targets, or when staffing is limited. Some expressed often being without immediate access to key equipment or estates and having to source alternative options to be able to administer physical healthcare. Some participants also sought more accessible information on common physical health problems that could be given directly to patients, such as self-help resources. Participants felt that a central resource with information that could be shared directly with service users and carers would also be helpful to assist with relevant signposting and referrals. Many participants also mentioned the value of existing knowledge from colleagues who were able to share their experiences to support others, whether in their roles, or as champions of physical health.


“If we had the staff, if we had the resources…but…because we haven’t got the resources…unfortunately, because of low resources and staff shortages, we haven’t got enough clinical rooms or substantial volumes of equipment and staff to facilitate more in the way of physical health [alongside routine mental health care].” – P10





5.2.3.3. Responsibility and accountability

Participants in all roles were interested and motivated to learn more about how to support physical healthcare but there was uncertainty about who was individually responsible or accountable for providing or assuring provision of physical healthcare within the Trust. Some participants in frontline roles recognised their lack of experience in providing physical healthcare but would support provision of it if given appropriate training or support. Enablers identified by participants included: opportunities to continuously review individual understanding and shared responsibilities e.g., through refresher training or skills sharing, and reminders within teams about who is available to support physical healthcare (e.g., champions). For managers there was an interest in establishing a competency framework to support staff and ensure consistent individual competency, and to foster shared accountability within teams.


“At the moment we don’t formally assess on people’s competency on physical health… I think that would help, as long as we provided the training, we provided the opportunities for people to use that, then we can then assess people to say, ‘OK, how is it going?’ and then that would hopefully give us the gaps that we can try and fill in. That would be good…we do for medication competencies to make sure people are practicing safely, so I suppose that would be a good thing to have.” – P11






5.2.4. Perceptions and attitudes of staff regarding physical healthcare


5.2.4.1. Staff experience of supporting physical healthcare

All participants were highly motivated to support the physical health of their service users. Most participants in managerial roles reported an increase in awareness about physical health problems service users may face and noted a general change in attitude amongst staff to talk more openly about their experiences, to share knowledge, and to support colleagues in day-to-day practice. Most participants in frontline roles were aware of at least one person within their team who was knowledgeable about physical health they would feel confident to approach if they had a question.


“I think it’s a lot higher on the agenda. I just think that there did need to be additional support to support people with it. I think that that’s quite important.” – P12





5.2.4.2. Expectations of role

All participants sought clarity over their role in supporting service user physical health. Many participants in frontline roles reported service users did not seek specific physical health support, and where it was discussed, it was usually regarding issues that arose as a result of a mental health problem e.g., side effects from taking psychotropic medications. As a result, some participants expressed confusion about how much they were expected to know about physical health within their roles. Most participants in frontline roles expressed uncertainty in how to discuss physical health problems with service users as they were not sure what their role was. Some participants in managerial roles also lacked confidence in how to talk about physical health with their staff and how to set clear expectations or give appropriate guidance.


“If you haven’t done a physical health screen in a year, you might not feel very confident… if it goes off the radar, then the confidence level changes, and then… that can contribute to why somebody might feel a little bit less confident or enthusiastic even about doing a physical health care screen.” – P13





5.2.4.3. Change, maintenance, and sustainability

Participants expressed that change in the way physical healthcare is approached and practiced within CMHTs was needed to improve overall care outcomes. Additionally, most participants reported innovation fatigue with the number of changes to policy, procedure, and practice experienced in recent years. Most participants reported interest in developing physical healthcare interventions and pathways to support physical health but wanted a more coordinated plan from the Trust to be able to do so. Participants in managerial roles suggested a greater focus on maintenance and sustainability of initiatives would better support staff to deliver a consistent model of healthcare more confidently. This could be strengthened with a focus on improvement of existing interventions rather than constant reinvention or major organisational change which tends to be disruptive to staff learning, practice, and service user care.


“It would be good to see outcomes from interventions that happen and any sort of changes. I’m sure that sort of thing will be available, reports and things, rather than just numbers going up, but just what that actually means and any feedback from the Trust as a whole about what’s been happening, about any changes that we’ve had and what the differences it makes in outcomes, would be good to see. I think that always helps people to see that it’s actually meaningful in every person’s life.” - P14






5.2.5. Service user and carer experience of accessing physical healthcare


5.2.5.1. Experience of receiving physical healthcare

Service users and carers reported that in their experience mental health staff are not confident in talking about physical health and this impacted on their confidence to disclose physical health problems, which limited support-seeking for physical health problems when under mental health services. Carers experienced issues with mental health staff not understanding the possible physical health problems that can affect people with long-term mental illnesses, and as a result most carers said they would not direct physical health support enquiries to a mental health practitioner.


“Well, if it’s a lot of physical health issues, obviously they’re out of scope; they don’t have experience; they don’t know. They don’t want to give advice. They don’t have enough experience and enough knowledge for certain physical health, so they can’t give that advice for it. So, what they’ll do is they’ll discuss with myself, or the doctor, and we’ll discuss with the GP to make a plan or signpost us away from secondary care services.” - P15





5.2.5.2. Knowledge about available services and how to access them

Service users did not perceive mental health Trusts as providers of physical healthcare. They would seek advice from their GP if they had a physical health problem.


“…it’s about continuity - where primary care or the GP have a similar level of knowledge to what SLaM do, I think there is a huge disparity. GPs largely seem to be the physical health experts, SLaM largely seem to be the mental health experts, and never the twain shall meet, which is usually problematic for service users navigating through an already complex system.” – P16



Service users did not expect to receive physical health support from their mental health team and wanted to know what support was available. Service users were concerned that the physical health data captured by their CMHT was not currently being used to inform their care, or additional support they may be entitled to access. All service users said if they were better informed, and more involved in their care, they may have a better understanding of what support is available and how they can access it.

Carers conveyed frustration that physical and mental health needs are separated and accessed via different services. Carers suggested it would be helpful if secondary care services had knowledge of how to check for signs of poor physical health amongst adults with SMI and could give guidance on how to prevent symptoms worsening. Carers said if they knew what support was available within secondary care, they too could encourage service users to ask for it or to enquire on their behalf.



5.2.5.3. Expectations for the future

Overall, service users wanted more clarity about what physical healthcare was available from secondary care, how this could be accessed, and how this could support their care outcomes. Carers sought greater ownership and transparency from secondary care about what they provide, and better communication with service users about options to access, or to review it.


“I was told recently that I’m very anxious - that was news to me, and I couldn’t relate. I’m beginning to notice that physically more within my body and was realising the struggle to get into the day…I’m feeling strange and unsettled. I introduced that to the mental health side, and it’s like, ‘that’s trivial.’ I mentioned it to the GP, and it’s again trivialised, not connected with. The broader thing is, you’ve got mental health, so the physical health impact isn’t taken into account. It’s not coordinated at all, it’s kind of clunky.” – P17



All service users and carers agreed integrated care was important for the future of mental health services and wanted clarity about what this means in everyday practice.






6. Discussion

In this service evaluation we found that there was high staff motivation to support the physical healthcare of adults with SMI, but staff wanted more clarity about the Trust's vision and strategy, and importantly, how this aligns to their roles and should benefit service user care. Staff had clear views of what would support them including clear operational guidance, a comprehensive training programme, clarity around roles and responsibilities, clear physical health leadership, and collaboration from colleagues. Staff also wanted to feel part of decision-making about physical health and to contribute to a best practice approach across the organisation. Our findings add to existing research. For example, we identified the impact on staff of having unclear guidance, limited knowledge, and a lack of resources when administering physical healthcare, building upon the findings of Small (2017) (2) and Gray (2017) (3). We also found staff experience burden when they perceive themselves as lacking in confidence or without appropriate skills to practice physical healthcare which echoes the work of Papachristou et al. (2019) (4). Yet our findings go further and show the need for clearer leadership in physical healthcare, supported by structures that facilitate a culture anchored in robust training and policy. Work by Belling (2011) (16) has shown consideration of culture and leadership when implementing change influences staff attitudes and practice, indicating this as a valuable finding from our study.

Service users did not expect mental health providers to offer physical healthcare but wanted a more integrated and coordinated approach across primary and secondary care and sought clarity on exactly what physical health support CMHTs could offer alongside their GP. Carers stressed the need for transparency with the service user about what physical health information is being collected, how this will support their care, and how they can be involved in using that information to support care planning and improvements in practice. A recent review suggested the views of service users towards interventions to screen for and treat physical healthcare problems in secondary care are largely overlooked in research and could be hindering effective implementation in practice (17). This review reported that authentically including service users in physical healthcare evaluation can support policy being implemented in a tailored way that truly meets the needs of service users. Moreover, there is a need to communicate better with service users about their physical health, what they can expect to receive from services and how this will support their journey of care.

For carers, we identified similar findings to the studies conducted by Onwumere (2018) (8), regarding the burden of poorly coordinated care being passed onto carers. However, our findings went further, as carers in our study wanted to be informed by healthcare providers about what care options are available. Carers felt having the opportunities to convey their needs was vital, and wanted clarity over available support, as well as better coordinated and equitable care for their loved ones. They felt that that the absence of this hindered the experience, care, and recovery of the service user they were supporting.

More coordinated and integrated care is the aim of the Community Mental Health Transformation Programme (18). However, a recent paper by Hannigan et al. (2018) (19) suggested healthcare providers need to consider what their expectations are for improved coordination and how changes in policy play out in routine practice if it is to be achieved sustainably. This review of mental health policy in practice showed effective care coordination across primary and secondary services can be achieved through strong communication, collaborative working, and training. It is, however, time consuming and resource dependent which can often lead to strain on staff, resulting in outcomes such as fatigue, withdrawal, or resistance towards original change ideas or policy. This is key as poor implementation of policy not only leads to poor adoption from staff, but ultimately hinders practice that impacts service user care. Our findings reflect this thinking, as the Trust's staff shared their frustrations with constant change, and wanted a focus on the maintenance and sustainability of interventions. Beyond this, international partners in mental health are also questioning the implications of physical health problems being unaddressed amongst the SMI population (e.g., Wright-Berryman et al., 2017) and suggest integration of physical and mental health services could foster greater opportunities for collaboration, improved policy, and practice for SMI patients.

Overall, the broader context for staff, service users, and carers concerned the general approach of the organisation towards physical healthcare, and how this was shown in the vision, strategy, policy, culture, organisational leadership, and adoption of change initiatives within individual services. For example, staff expressed the need for greater support for leaders and managerial staff to enable them to guide and support their teams and work with partner organisations to deliver good quality physical healthcare. Equally, team leaders, managers or supervisors identified a gap in their own knowledge and practice when supporting frontline staff to realise the organisations vision for physical healthcare and to make appropriate decisions in routine practice. A study by Singh (2000) (20) highlighted the significance of having clarity of purpose, a shared vision and frequent review of team operations to achieve effective team cultures, behaviour, and outcomes. This paper shows that if secondary care services plan to support the physical health of service users, greater consideration is needed by the organisation towards the implementation of that vision, and the culture, processes, and systems required to ensure good quality physical healthcare.


6.1. Strengths and limitations


6.1.1. Strengths

The research team's diverse membership of clinicians, researchers, and experts by experience enabled greater collaboration over research design and delivery. The involvement of the evaluation team ensured a range of perspectives (including that of clinicians, academics, and service users) informed decision-making throughout the evaluation process - including in setting up the scope and aims of the work jointly with the Trust at the onset of the evaluation, which enhanced the utility of the findings. High engagement from staff, service users, and carer participants enabled the researchers to select from a large pool of interested participants from a range of different professional roles. This meant that there was a healthy sized sample for this qualitative study, which was both professionally diverse amongst the staff participants, and demographically diverse amongst service user and carer participants. As a result, we were able to conduct all planned interviews and focus groups and obtain rich and varied experiences based on current practices in adult CMHTs.



6.1.2. Limitations

16 staff participants declined to complete the demographic questionnaire provided, which means that despite our efforts to pre-select a demographically diverse sample, we are unable to accurately report this. Therefore, we are unable to determine how representative our final sample is of staff working within the Trust. Further, due to the nature of the methods used, we are unable to generalise beyond the context of the services and participants who took part in this work.




6.2. Implications for policy

These findings show potential gaps in guidance on how physical healthcare is being approached within community services. In 2014, NICE set out recommendations for the completion of physical health checks in secondary care services. Yet the findings of this study suggest our understanding of what is required and how it should be delivered has evolved since this guidance was published. There is therefore a question of whether additional guidance is required to support mental health Trusts in their approach to physical healthcare, both in the interventions they provide but the follow-up care that is offered to service users as well. Moreover, in light of the recent transformation of CMHTs across England, this could be an opportunity to consider how guidance on physical healthcare applies and if basic checks are sufficient to support service users in the future.



6.3. Implications for clinical practice

To improve the experience of staff, service users and carers, the vision regarding physical health needs to be better communicated and understood. There needs to be better training for staff, more clearly defined roles and responsibilities, and greater opportunities for staff, service users and carer involvement in defining how physical health is supported. The research team aims to support the Trust with this using Implementation Science methodologies that help with change management. These methodologies could also be helpful for other Trusts.



6.4. Implications for research

The findings could be used to explore whether similar themes are true and generalisable to other Trusts that offer mental health services. The research team aims to use the findings from this evaluation to develop a framework that could support the Trust to consider physical healthcare practice in community settings. Further research could be completed to evaluate the use and impact of this framework in other Trusts to support a more consistent approach within CMHTs generally and contribute to a wider body of work developing nationally and internationally on this subject. Future research could also explore attitudes and expectations of staff in primary care to understand that perspective and inform improved integrated care. Importantly any future research must prioritise the involvement of staff, service users and carers to ensure their experiences are embedded into and inform future initiatives.




7. Conclusion

Mental health staff recognise and are motivated to provide support for the physical health of adults living with SMI. The findings presented in this paper provide insight into common barriers and facilitators faced by staff, service users, and carers when providing or accessing physical healthcare within adult CMHTs. This evaluation has led to a better understanding of the physical healthcare experiences of service users and will help to develop more effective ways to improve them. Moreover, we have explored the role of mental health staff and what may need to change for them in how they work within teams, and how they interact with other parts of the organisation to improve physical healthcare for people with SMI. The findings indicate that what is needed is a more comprehensive and sustainable approach to physical healthcare provision in CMHTs.
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Background: Inpatient treatment (IT) is the predominant form of psychiatric care in Germany and worldwide, whereby forms of psychiatric treatment have mainly evolved in the direction of home services. Inpatient equivalent home treatment (IEHT) is a new and additional pillar of psychiatric acute care provision legally embedded since 2018 in Germany.



Objective: The aim of this study was to conduct an in-depth exploration as little qualitative research has been performed so far in Germany to examine possible differences in patient satisfaction with IT compared with IEHT.



Methods: In the current qualitative study, N = 9 patients of a German hospital providing IT and IEHT were interviewed with the problem-centered interview. Inclusion criteria were IT or IT with subsequent IEHT. The theoretical sampling method was applied to select test persons in the research process. The experiences of the participants during their psychiatric treatment were analyzed using a qualitative content analysis.



Results: The results of both types of psychiatric treatment refer to different satisfaction factors during the treatment period. The function of fellow patients, the setting of the treatment, the conditions in place, and the relationship to relatives turn out to be pivotal for patient satisfaction. In addition, the quality of the therapy and relationship to caregivers itself can have an impact on patient satisfaction, particularly by shared decision making. During the IEHT, patient satisfaction can be strengthened by the possibility to handle daily tasks, to be close to relatives, while not so close to fellow patients, whereas IT patients are mostly satisfied because of the distance to their everyday life and the closeness to fellow patients. The choice of the form of psychiatric treatment according to the individual needs of the patients seems to be one key driver that can in turn increase patient satisfaction. In addition, a clean and hygienic environment seems to be critical for our respondents as a lack of it is one of the reasons to drop out of treatment.



Conclusions: Despite its limitations, this hypothesis-generating study is one of the first investigating German IEHT in comparison with IT in an in-depth qualitative approach contributing to a patient-oriented and cost-effective psychiatric treatment. Although hospitals are highly complex organizations and therefore not directly comparable, other German and international providers of IEHT may derive several generic success factors from this study for the development and improvement of patient satisfaction.
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1. Introduction

Inpatient treatment (IT) is still the predominant form of psychiatric treatment, but in the last decades, it has mainly evolved in the direction of home treatment (HT) (1–5). According to the recommendation of international and national guidelines (6–8), many high-income countries have successfully implemented outreach mental health services for acute psychiatric care. In 2018, a new German law enabled national mental healthcare providers to implement team-based crisis intervention services on a regular basis, allowing for different forms of inpatient equivalent home treatment (IEHT) (9–11). The German IEHT is in parts related to the internationally known home treatment or crisis resolution teams (CRT). It provides acute psychiatric treatment with a similar intensity and flexibility to IT, but delivered in the home of the users by mobile, multi-professional, and permanently available teams (e.g., from nursing care, ergotherapy, psychotherapy) (12). The key elements are daily home visits, medical rounds by mental health specialists, regular multi-professional team meetings, and a round-the-clock availability of the team or the hospital (13). The patients in Germany receive IEHT either as alternative or following an IT (10). Moreover, in adherence to the systemic therapeutic approach (14), close relatives are integrated as well into the IEHT (15).

Due to the short time period since the legal implementation of IEHT in Germany, there is a lack of detailed evaluation. Although there exist several studies on patient views (16, 17), as well as systematic reviews (18) on HT and CRT from other countries, their evidence is for limited use as IEHT is a unique construct within the German healthcare system and fulfills only some of the internationally defined criteria for HT or CRT (19). It differs, for example, from HT in Great Britain as it is less flexible and requires at least one personal contact with the users per day, cannot be gradually phased out, and is associated with strict criteria for reimbursement. Moreover, it cannot be compared with the assertive community treatment as these services have been constructed for long-term support, in contrast to the limited scope of IEHT, which is restricted for acute crisis (18–20).

To the best of our knowledge, there exist currently only two published German studies on this topic based on one data set. The first published study is the one of von Peter and colleagues (21) exploring IEHT on patients, informal caregivers, and staff in 12 psychiatric hospital departments. In their mixed-method process evaluation, the authors found that the evaluations of the patients were largely influenced by the advent of continuous forms of care, better accessibility, and by their degree of autonomy in steering of their services. Specifically, their qualitative analysis (21) did show that the patients valued IEHT for its potential to deal with “embedded and real-life problems,” instead of receiving treatment “in a greenhouse” (on a ward), perceived to be “normalizing and de-stigmatizing” although at the risk of having the potential to “disrupt a person's or family's privacy” (21, p. 9). Moreover, continuity of care was highly valued and being experienced as leading to “more trustful relationships” between staff, patients, and their families as well as to a “more solid and nuanced understanding” between them. Also, autonomous steering of services and flexible care management were both perceived to lead to more “need-adapted forms of treatments.” Being able to “choose ones’ own treatment setting” was perceived to increase “personal empowerment” (21, p. 9). The same research group published more details of the qualitative part of their study with N = 13 patients in a German journal (22): IEHT seems to strengthen the integration of the everyday life of the patients and the treatment flexibility as it is more focused on the individual needs of the patients. Also, the quality of therapy was perceived, e.g., more on “eye level” with the therapist, and therapy time was sensed more intensively. After having experienced IEHT once, the patients generally rated it better. The disadvantages named by the patients were, e.g., the lack of daily structure, lack of contact with fellow patients, and being alone with themselves. Moreover, both family members and patients experienced the therapists being in their homes, in some cases, as “crossing a border” (22, p. 4–5).

The study protocol by Baumgart and colleagues (19) describes a similar research aim: a naturalistic, quasi-experimental cohort study to evaluate IEHT in 10 German hospitals within a multi-method research approach to evaluate the experiences of the stakeholders of care, service use, efficacy, costs, treatment processes, and implementation processes of IEHT from different perspectives. However, the results of this study are not published yet. A further interesting study protocol is the one of Reinke and colleagues (23). In their randomized controlled trial, IEHT with peer support (i.e., the people with lived experience of a mental illness are trained to support others on their way toward recovery) is compared with IEHT without peer support within a network of eight psychiatric clinical centers in Germany. The authors (23) give also an overview of studies on peer support in psychiatric care with promising results for patient-reported outcomes (PROs).

An older German quantitative study on a model project—before the new German IEHT law was introduced in 2018—comparing patient satisfaction in adolescents with mental illness and their parents in IT and IEHT concludes that adolescents are more satisfied with the IT compared with patients with IEHT. However, the adolescents with treatment experience of both IEHT and IT report significantly higher satisfaction with IEHT compared with preceding IT (24), similar as in (22).

Nevertheless, as more and more psychiatric departments in Germany and worldwide are expected to include forms of IEHT into their treatment options, evidence on its effectiveness, i.e., also on PROs (25), are of high relevance (18) for their acceptance. Batbaatar and colleagues (26, 27) conclude in their systematic reviews that patient satisfaction is a crucial and multidimensional PRO and a widely measured indicator in the evaluation of healthcare service quality as the patients have contributor, target, and reformer roles in quality assurance. The results of patient satisfaction surveys allow the healthcare providers to identify problems and service factors that need improvement. It also enables the policymakers to understand the needs of the patients and, consequently, to make strategic plan for effective and better-quality services, e.g., improves service management and behavior of health professionals. Moreover, a high level of satisfaction results in the decision of the patients to choose a health service and to have an intention to return to a particular hospital (26).

Furthermore, a higher patient satisfaction with healthcare services changes the behavioral intentions of the patients, such as compliance with the doctor's recommended treatment and appointments to follow-up, which results in better health outcomes (27). Satisfaction may be strengthened through participation opportunities in the decision-making process that match individual preferences (28). However, the strongest determinants of patient satisfaction across studies in the review of Batbaatar and colleagues (27) were the quality of the interpersonal skills and competence of the healthcare providers and the physical environment of the facility, accessibility, continuity of care, hospital characteristics, and outcome. Among them, the interpersonal care quality of the health providers was the essential determinant of patient satisfaction.

In summary, patient satisfaction is seen as an important criterion in the evaluation of (psychiatric) healthcare (29) since an appreciative relationship between patients and caregivers is not only associated with patient satisfaction (24) but seems to be vital for successful treatment results and for utilization of the services (once again).



2. Aim of the study

The forms of IEHT are of high importance in an innovative and cost-effective psychiatric healthcare, and patient satisfaction plays on several levels a significant role for the quality of care and thus for patients' acceptance and utilization of (forms of) IEHT. Since the introduction of the new German IEHT law in 2018, in-depth comparisons of IEHT in contrast to IT are rare in Germany: Although there exists the mixed-method process evaluation of von Peter et al. (21, 22) containing a qualitative part, but they are not comparing IT vs. IEHT and not providing a comprehensive report on their qualitative results. Therefore, the aim of the present study was to close this research gap and conducting in-depth qualitative research to examine possible differences in patient satisfaction from the subjective perspective of two groups of German patients experiencing IT and IEHT.



3. Methods


3.1. Study design

This qualitative study was designed to gain a profound understanding and overview of interpersonal differences in intrapersonal perceptions, experiences, and feelings in connection with the research aim mentioned above. Moreover, a qualitative study is particularly appropriate given that the research topic has been scarcely researched. We chose a descriptive phenomenological research perspective (compare a detailed overview in 30): for an appropriate consideration of subjective meanings, individual interpretations, and the context of actions and opinions as described by the participants. That means specifically, we “describe the phenomena phenomenologically, rather than explaining them” (30). In accordance with this approach, it was decided to conduct semi-structured interviews based on Witzel and Reiter (31) and to apply an inductive qualitative content analysis according to Mayring (32).

The authors of this paper are following the Standards for Reporting Qualitative Research (SRQR) guidelines (33).



3.2. Interview guideline and data collection

The approval for this qualitative study was obtained from the ethics committee of Witten/Herdecke University (Germany) prior to the interviews (application no. 43/2019). In addition, the test persons signed informed consent declarations to participate in the research project. Individual code numbers were assigned to each test person as requested by the ethics committee.

The interview guide was drawn up according to Helfferich (34) with the aim to register individual differences in patient satisfaction with the different treatment forms of IT and IEHT as accurately as possible. The focus in the interview for both groups was, e.g., on positive and negative experiences with therapy, caregivers, fellow patients, and family; also on expectations, recommendations of the form of treatment, suggestions for improvement, etc. (for complete interview guideline, see Supplementary Material).

The interviews were conducted based on the “problem-centered interview” that according to Witzel and Reiter (31) takes place, e.g., in the own home of the patients or a room at Witten/Herdecke University (see Table 1). The aim of the guideline-based problem-centered interview is an unbiased recording of the individual actions as well as subjective perceptions and processing modes. Its main features are the following: (1) narrative-generating communication strategies including conversation starters, guiding questions, and ad hoc questions and (2) comprehension-generating communication strategies allowing, e.g., for reflections back to the statements of the interviewees, comprehension questions, and confrontations in case of contradictions and/or evasive answers.


TABLE 1 Sample description.

[image: Table 1]

From 13 August to 26 November 2019, the interviews were conducted and recorded on audio equipment. The study persons were offered subsequent support by their therapists in the IT/IEHT in case of distress caused by the interview.



3.3. Recruitment of test persons

As a part of our inclusion criteria, we recruited people who had utilized IT or IT with subsequent IEHT at least once, were of the age of legal majority, able to speak and read the German language, could furnish written consent to participate, and had a physical and mental condition permitting conversation. The theoretical sampling method (35) was applied to select test persons in the research process. This means that first interviews provided indications of more or less satisfied patients who were then successively included in the study. This heterogeneity of patient satisfaction was meant to ensure increased information value. However, during recruitment, only the female respondents expressed interest to participate in the research project, and therefore, the sample was kept homogenous regarding gender throughout. The test persons were recruited via a notice board in the hospital and also via caregivers, who were informed prior by NA about the study, its aims, and the inclusion criteria.

The aim was to recruit N = 14–16 test persons for this qualitative study, but despite great efforts, only N = 9 female individuals indicated their interest in the research project (see Table 1). As a result, data saturation could not be ensured as we could only recruit female patients, thus missing data from a male perspective.



3.4. Sample description

The sample examined consists of nine women aged between 20 and 61 years, five of whom report experience with IEHT (and prior IT experience) and four with IT (without IEHT experience) of approximately the same treatment duration (see Table 1). No further sociodemographic data are reported here to preserve the anonymity of the participants.



3.5. Qualitative analysis

The interviews were fully transcribed using the transcription scheme of Dresing and Pehl (36). Data analysis was done with the German transcripts, and only the selected citations for the results section were translated into English, whereby the first authors did doublecheck its accuracy.

An inductive data analysis was performed using the qualitative content analysis method according to Mayring (32). That means, that the first author (NA) began by identifying text passages relating to the topic that were subsequently summarized and paraphrased to reduce data material to a practicable proportion without altering the main content. The main categories and subcategories were created successively and filled with quotations from transcribed interviews. The category system drawn up in this way was then applied to the entire data set to ensure a coherence of results.

The other first author (MN) conducted the same analyzing steps, and the last author (FE) independently reviewed the analyses of the first authors and conclusions. This involved careful review of the transcripts, themes, and results to ensure accurate formulation of conclusions from the individual interview data (investigators triangulation) (37). All disagreements over conclusions were intensively discussed in a group setting and adequately resolved. All authors were trained and experienced in qualitative data analysis as well as conducting and publishing qualitative research.



3.6. Personal reflexivity

A research based on a qualitative methodology recognizes the importance of locating and highlighting the central opinions informing the research process according to the Standards for Reporting Qualitative Research (33) and the APA Style JARS (38). Moreover, as we chose a descriptive phenomenological research perspective, reflexivity of the authors is especially of high importance.

This paper has been heavily informed by the standpoint of the first authors (NE and MN). The role of the last author (FE) was rather to assist the other authors throughout the research process and to also reflect and critically engage in their relationship and motivation for conducting the study and assess the ways in which it has informed the study aims, design, and analysis.

The two first authors (NA and MN) are both clinical psychologists and experienced qualitative researchers at the University of Witten/Herdecke, Germany. MN is also adequately skilled in qualitative evaluations and quantitative research and has practical knowledge in the German healthcare system due to her work as a nursing assistance for several years. Before the research project started, NA worked for a few months at the investigated ward/hospital, and MN had no prior connection to the research field. The last author (FE) is a neurologist and a qualitative and quantitative researcher with practical knowledge in the German healthcare system due to his work as a physician for nearly 30 years. He had no prior connection to the research field.




4. Results

The following sections describe the main and subcategories, and Figure 1 provides a graphical overview of the results.
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FIGURE 1
Overview of main categories and their subcategories.



4.1. Satisfaction with the physical environment

Design factors of the physical environment constitute an important element of patient satisfaction when analyzing data obtained from the respondents.


4.1.1. Facility

A warm, welcoming and comfortable design of the IT setting seems to be important to test persons:


… well, because this is […] a hospital where you go. And that […] it should […] convey a sense of warmth despite the circumstances. Some sense of welcome (I5 receiving IT and IEHT, p. 10 l237–240).



The test persons criticized that the ward design should more be adapted to their need, e.g., window grids in particular are seen as “unhomely” and evoke feelings of being imprisoned. In contrast, the test persons in IEHT are in charge of designing their own home.



4.1.2. Hygiene and cleanliness

A clean and hygienic environment contributes as well to the sense of well-being of the test persons, and a lack of it is one of the reasons to drop out of treatment. On the other hand, an exaggerated cleanliness can impair the sense of normality.

Regular visits from the caregivers in the context of IEHT induce the test persons to pay more attention to cleanliness and order at home and to “arrange things nicely for themselves as well” (I9 receiving IT and IEHT, p. 10 l249), so that “you feel more at ease” (I5 receiving IT and IEHT, p. 10 l249).



4.1.3. Atmosphere

The atmosphere in IT is positively impacted by cleanliness, hygiene, a freshly renovated ward, and a relaxed climate:


But the people there and the social encounters made it better. The outward appearance of the clinic […], they have these cozy sitting areas, quite comfortable […] really help to create a relaxed atmosphere (I6 receiving IT, p. 5, l. 120–123).



Informal gatherings for shared meals are mentioned specifically as valuable and a quiet ambiance is much appreciated on these occasions.

On the other hand, own pressure of expectation of a test subject can lead to a tense atmosphere at home (in IEHT):


… this additional pressure, so that I think: Okay, this is something I want. So, I must […] become actively engaged. This means “creating framework conditions” so that my life and home circumstances will have the lowest possible negative impact on the therapy situation […] or the therapy conversation. This has put me under a lot of pressure (I7 receiving IT and IEHT, p. 17–18, ll. 442–446).



On the IEHT ward‡ the breakfast atmosphere depends on the fellow patients present and on their mood. The respondents also mentioned the colors and smells on that ward helping to create a warm and welcoming impression.



4.1.4. Special features of the treatment in IEHT

“There is no place like home” (I3 receiving IT and IEHT, p. 4, l. 76): This is where the test persons generally feel good, “more familiar” (I4 receiving IT and IEHT, p. 3, l. 70), not cut off from their usual surroundings, and freer. Or they plan to create their own home, where there are fewer places with negative associations:


… when I was really ill, I was on the intensive ward and was not permitted to leave […], but whenever I saw that door [entrance to the intensive ward] then I […] always took distance. […] Now it is better (I3 receiving IT and IEHT, p. 21, ll. 515–519).



At the same time, there may be worries to create negative associations in one's own home:


…. if now for example there were a trigger somewhere to remind me of my couch at home, then I will later have a problem with my couch (I7 receiving IT and IEHT, p. 15, ll. 372–374).



It may also become challenging to meet the demands of several roles simultaneously in IEHT, such as the roles of the patient and of the mother. Building up a positive relation to the caregivers can help to reduce the stress involved. Nevertheless, the prospect of being accepted into the IEHT program in the near future has a relieving effect on the test subjects.




4.2. Satisfaction with therapy features

This category is frequently connected with the question as to which activities are conducted in which manner and to which purpose in the course of treatment. Therefore, this main category constitutes an important basis for the analysis of patient satisfaction.


4.2.1. Design of treatment formats

In both formats of treatment, invigorating experiences play an important role in the healing process, such as learning new strategies and methods:


… this is […] valuable, when you see progress and can feel it (I5 receiving IT and IEHT, p. 25, l. 602), I have actually had positive experiences throughout (I5 receiving IT and IEHT, p. 29, l. 709).



Both forms of interventions aim to improve the quality of life, as one possible way toward normality. A clearly formulated and transparent therapy plan helps to achieve this objective. Other supportive elements can be an overview about which therapy targets the individual patient can reach over which treatment period, and a jointly planned schedule for a daily structure. Such a plan offers the test subjects a valuable structure:


… there also was a very clear professional distance with the clear understanding: Look, these […] are the points we discussed, right from the start, in the preliminary talks, this is what we aim to achieve […]… care was always taken to ensure that (I9 receiving IT and IEHT, p. 6, ll. 144–148).



All the test persons who defined treatment targets in consultation with their caregivers continued the treatment. Self-determined treatment objectives may therefore be assumed to be important factors for successful treatment. Another significant conclusion from the data analysis is that the expectation of positive results of the test persons is frequently associated with the actual treatment results.



4.2.2. Function of treatment formats

The function of IT is to consciously provide a protected space away from the home setting and the opportunity:


… just to take a step back from daily life and the obligations involved […], […] that you listen to yourself and do something for yourself (I8 receiving IT, p. 12, ll. 284–286).



Where these functions are not fulfilled, the test persons may be inclined to break off the treatment prematurely and be discouraged from resuming treatment at a later time. In contrast, IEHT is rather intended to:


… make it easier to return home […], not to fall back into old patterns of behavior (I5 receiving IT and IEHT, p. 1, ll. 12,13).



The test persons describe IEHT as a highly individual form of intervention that can be adapted to their personal situation and circumstances. The focus is on the individual to be treated, and IEHT is therefore perceived as an intensive form of therapy:


… in IEHT you feel positively challenged to work on yourself all the time. You […] need not concern yourself with others because there is nobody else, I mean no other patients. […] You are very much faced with yourself (I9 receiving IT and IEHT, p. 25 l618–621).



IEHT provides a kind of support that is relevant to everyday life. However, coping simultaneously with daily life and treatment may present a particular challenge. It is therefore essential to keep an eye on the individual degree of challenge of the patients and achieve a positive completion of therapy:


… the time I was in therapy was more than enough and shouldn’t have lasted longer. I think the effect would have been reversed. […] It is too open and too intensive, and then I was really glad to be […] well within the time limit […] because […] it felt like a wound you reopen every day (I7 receiving IT and IEHT, p. 46, ll. 1171–1182).





4.2.3. Qualities of group therapy in IT

Group therapies form part of IT (but not of IEHT) and are perceived as central elements in this treatment format. It enables the test subjects to express their emotions in different ways and switch their thoughts to different things. At the same time, the physical closeness to fellow patients in this setting encourages the impression of being understood, of being not alone:


There are others who feel the same way, although you would not think so judging them by appearance, people who understand you and, well, who can […] give helpful tips (I8 receiving IT, p. 11, ll. 268–270).



On the other hand, closeness to fellow patients may also cause difficulties in one's own therapy process:


In group therapies you get an idea of other people's innermost thoughts, and sometimes it is hard to keep your distance and […] remain true to yourself (I8 receiving IT, p. 6, ll. 147–149).



Cancellation of group therapy sessions by the hospital organization is, however, one of the most frequent points of criticism.



4.2.4. Meeting patient preferences

In the context of therapy, a pattern among the test subjects becomes apparent with regard to patient satisfaction: the patients in IT are particularly satisfied when they hope for some degree of freedom from responsibility, when they leave their daily lives behind including the obligations involved, and when they develop a wish to be close to like-minded persons and fellow patients. In contrast, the test persons in IEHT are most satisfied with the option to recover at home in their familiar domestic surroundings and to receive psychiatric care while meeting responsibilities for close persons.




4.3. Satisfaction in relation to caregivers, fellow patients, and family

A third key category in the analysis of differences in patient satisfaction is the relationship with all persons connected to the therapy.


4.3.1. Satisfaction with caregivers

In both treatment formats, the time and effort invested by caregivers and the patients' sense of being appreciated as a human being on a personal level have a favorable effect on patient satisfaction:


… obviously this […] can only work in a functioning relationship (I7 receiving IT and IEHT, p. 39–40, ll. 1008–1010).



Professionality is mentioned as a specific factor in this context—on the personal as well as the therapeutic level. Both levels are required for good cooperation. IT therapy should offer patients the chance to become actively involved in obtaining their treatment goals, in collaboration with their caregivers. A lack of opportunity for active participation generates discontent in the test subjects and may even induce them to early terminate the treatment. A sense of being abandoned despite the presence of caregivers—for example, due to shortage of time—can also enhance the feelings of dissatisfaction.

IEHT in contrast gives the test subjects the impression of being key agents:


… this is an entirely different approach […], where the affected person takes the lead, or becomes something like the ordering party […] where affected individuals […] are seen as experts on their own behalf (I7 receiving IT and IEHT, p. 42, ll. 1069–1073).



However, the staff usually rotates in IEHT, so that the patients need to build up relationships to unfamiliar caregivers, and this takes time. This may create a feeling in the patients that they cannot work on their objectives with a maximum of efficiency, which reduces the perceived therapeutic success and degree of patient satisfaction.

Evident dissatisfaction therefore requires that potential problems are openly addressed in both types of treatment in order to keep the patients satisfied and ultimately to ensure successful treatment results.



4.3.2. Satisfaction with fellow patients

Physical proximity to fellow patients is perceived as essential specifically in IT, as their support may enhance patient satisfaction. “True friendships” (I1 receiving IT, p. 5, l. 124)—like in a “surrogate family” (I1 receiving IT, p. 8, l. 184)—may be retained after the hospital stay. The shared experience of a group during the therapeutic process may be a key factor for successful treatment. At the same time, close proximity to fellow patients may have adverse effects on patients:


… well in some respects it was good to have these contacts to fellow patients, but less so in others because […] certain fellow patients tended to trigger particular behaviors such as self-injury (I6 receiving IT, p. 11, ll. 251–254).



Strong feelings of compassion for others in IT therapy can create additional distress and distract the attention of the patients from tackling their own problems. They may also evoke detrimental thoughts about their personal situation. On the other hand, IT creates physical distance and offers the opportunity to enjoy peace and quiet, which again enhances patient satisfaction. In contrast, contacts with fellow patients in the context of IEHT—in the investigated IEHT ward only on Fridays during a breakfast—are described as comparatively reserved:


I met fellow patients only once, at that shared breakfast (…). I personally do not need that (I7 receiving IT and IEHT, p. 20, ll. 494, 495).



The greater distance in IEHT results in less compassion with fellow patients. This is one reason why the test subjects in IEHT wish for more contacts with others in the same situation.



4.3.3. Satisfaction with family

IT perceived as challenging can serve to strengthen relations between the test persons and their family members and be used as an occasion to frankly discuss the disorder in question. Frequently, IT is intended to relieve the family:


… I would not wish to burden my family with this responsibility (I2 receiving IT, p. 9, ll. 224, 225).



In contrast, the patients in IEHT often feel the urge to meet obligations to immediate family or dependents even in stages of illness:


… therefore, it is extremely valuable for a mother […] to be there for the family and get the help you need yourself (I5 receiving IT and IEHT, p. 28, ll. 693–694).






4.4. Suggestions for improvement and continuing

We found useful suggestions for improvement and continuing on different levels in IT and IEHT, which may contribute to higher patient satisfaction.


4.4.1. Interpersonal care

The IT patients derive specific satisfaction from the proximity and support of fellow patients, and regular offers of group and individual therapies enhance patient satisfaction in general:


There are people who think the same way, […] who can understand that and […] give tips (I8 receiving IT, p. 11, ll. 267–269)



Thus, there is a wish for sufficient personnel to ensure the provision of such interventions.

In the context of IEHT, the test subjects report specific satisfaction with regular support from their caregivers. They appear to feel most content with caregivers who are familiar with their individual problems, which permits efficient cooperation in the form of personalized assistance and advice. Assigning a permanent and not rotating team to each individual patient might help to reinforce this positive effect:


… when I really work with one person who […] knows what the problem is around me, that they could help me much more concretely […], then I realized that it would be good if […] two employees would always take care of one patient and not all employees […] of all patients. always take care of one patient and not all employees […] take care of all patients […]. (I9 receiving IT & IEHT, p.18, ll. 431–437)



Particularly gratifying elements, so the test subjects in both types of therapy, are friendly treatment by caregivers, a sense of being taken seriously, and the chance to become actively involved in the therapy process:


… where you are more the tone setter, or the contracting authority (I7 receiving IT and IEHT, p. 42, ll. 1070–1071)



A therapy plan providing a firm structure in daily life and a jointly drawn-up time schedule to reach individual therapy objectives offer valuable orientation and also contribute to patient satisfaction.



4.4.2. Fellow patients and social environment

Some IEHT respondents wish for more contact with fellow patients and would welcome a wider range of collective activities, for example, after the shared breakfast on Fridays.


If you could perhaps offer one or two […] talk groups per week, where you could also go if you wanted to. So, on a voluntary basis, if all patients […] could exchange information. Like a self-help group perhaps within IEHT. (I9 receiving IT and IEHT, p. 29, ll. 720–723)



Continued adherence to the daily time schedule in IEHT would also contribute to patient satisfaction and successful therapy outcome because it helps the patients to be better prepared for visits from caregivers. Other ideas to improve IEHT refer to the following:


	•The option of a meeting with the persons primarily involved in the therapy after the first half of the treatment period for a joint reflection on relations

	•Increased networking with social services such as domestic help or “meals on wheels”

	•Employment of more caregivers who have undergone psychiatric treatment themselves (peer support).



Another suggestion is an arrangement with IEHT patients prior to the start of the therapy as to which persons from their domestic environment (e.g., neighbors, acquaintances) should be allowed to know that the visiting caregivers are providing psychiatric care. Here, the idea is to avoid unintentional stigmatization.





5. Discussion

This hypothesis-generating qualitative study on patient satisfaction reveals three crucial differences comparing IT with IEHT. These concern, firstly, the different environments, secondly, the role of fellow patients, and thirdly, the role of family members. IT offers a protected environment away from daily life and the obligations involved, whereas the test subjects in IEHT feel freer and more familiar in their own domestic surroundings. In IT, relations to fellow patients are characterized by special proximity and have a significant supportive effect (due to regular group therapy sessions), whereas the patients in IEHT report a more reserved relationship and less compassion to fellow patients (due to breakfast meetings only on Fridays at the investigated facility) as a result, which can also mean a lower degree of distress and distraction. IEHT is probably perceived as very intensive and individual because contacts with fellow patients are limited. The family members of the patients in IT have less responsibility to bear, whereas the patients in IEHT can meet obligations to family and dependents in their habitual domestic surroundings. In terms of relations to caregivers, both the interpersonal (e.g., relationship, continuity of care) and the professional therapeutic (e.g., shared decision making) levels are described as essential for the quality of collaboration in both types of treatment, for patient satisfaction and ultimately for the treatment success. As a result, the choice of the form of psychiatric treatment according to the individual needs of the patients seems to be one key driver that can in turn increase patient satisfaction, which is similar to the results of (22). A second decisive factor for patient satisfaction in IT is ensuring a clean and hygienic environment as a lack of it is one of the reasons to drop out of treatment in our sample.

Besides these comparative results, the present study corresponds in most aspects to the qualitative research results of the study group of von Peter and colleagues (21) process evaluation: in both studies, the patients perceived IEHT to be normalizing, dealing with problems close to real life, but having the risk to harm private life in different ways. The participants of both studies highly valued continuity of care as leading to more trustful relationships between staff, patients, and family. Also, need-adapted forms of treatments to choose ones' own treatment setting, i.e., shared decision making and active participation, increased patient satisfaction in both studies. Similar to the German published study of the research group of von Peter and colleagues (22), our IEHT respondents perceived the IEHT as more intense and rated it better as IT (compare also 24). Parallel are the named disadvantages as, e.g., lack of contact with fellow patients in IEHT (22).

In contrast to the quantitative study by Kirchmann and colleagues (24), our findings do not allow the conclusion that IT generally creates a higher degree of satisfaction. Rather, the results indicate a need to identify those aspects that are important to the individual patient in order to find the most appropriate type of treatment. The findings from this qualitative study indicate rather—based on their individual circumstances—that the test persons in IEHT seem to report more satisfaction with this type of therapy compared with IT. All the respondents with experience in IEHT had previously undergone IT and consider this experience as valuable, too.

Our analysis also shows that patient satisfaction in IT and IEHT is not only strengthened by a desired level of participation in decision making (28), but also seems to result in early treatment termination when not sufficiently fulfilled. Particularly with regard to staff, it is obvious that the coordination and continuity of treatment also plays an important role in patient satisfaction, while communication with staff is particularly relevant in the short term (39). This is also shown by our results regarding IT. However, we cannot conclude from our results better (mental) health outcomes due to higher patient satisfaction neither in IT nor in IEHT. But we could see that the expectations of the study participants seem to be associated with positive treatment results, which is not commonly found in recent systematic reviews (27).

The results in this qualitative study correspond almost completely to the systematic review of Batbaatar and colleagues (27) where particularly the quality of the interpersonal skills and competence of the healthcare providers and the physical environment of the facility, accessibility, and continuity of care were essential determinants with the highest influence on patient satisfaction. Nevertheless, as mentioned above, a clean and hygienic environment seems to be critical for our respondents as a lack of it is one of the reasons to drop out of treatment.

Beyond that, the participants in our study wished for peer support in their therapy, which corresponds to the study protocol of Reinke and colleagues (23) comparing home treatment with and without peer support.


5.1. Implications for practice

As hospitals and their wards are highly complex organizations, we cannot generalize the results of our study to other German or international hospitals. However, even small studies such as this offer important insights into potential promising practices for the delivery of patient-centered, respectful psychiatric treatment. In addition, due to the similar results of our research to those of the study group of von Peter and colleagues (21, 22) and the systematic reviews on patient satisfaction by Batbaatar and colleagues (26, 27), there seem to exist some generic issues from which German hospitals and caregivers offering IT as well as IEHT may benefit from in order to identify and better utilize existing potentials and strengths. Those are (1) continuity of care resulting in better interpersonal care and improved relationships between patient, caregiver, and family, (2) taking the needs of the patients into consideration to choose their own form of treatment, and (3) shared decision making and active participation between the patient and the caregiver, also in the process of treatment. Considering these generic issues seems to be advisable as a high level of satisfaction results in the decisions of the patients to choose a health service and in an intention to return to a particular hospital (26). However, fulfilling point (1) is currently a very critical issue as staff shortage is one of the biggest problems for all healthcare providers in Germany.



5.2. Strengths and limitations of the study

Certain elements of this study limit the generalization of findings. One potential factor influencing the sample is that the test persons were recruited who might have a higher satisfaction with IEHT and IT. This might bias the heterogeneity of the sample. The same applies to the fact that only women were interviewed about treatment experience. Since recruitment proved to be difficult in view of the sensitive topic explored in the study, all the test persons were included in the sample who met the inclusion criteria and showed an interest in sharing their personal experience with treatment. In line with the theoretical sampling method (35), this dominance of the female gender was therefore transferred to the sample of respondents with IEHT experience to ensure better comparability.

The qualitative, hypothesis-generating, and explorative character of the study calls for due caution in interpreting the results. But this weakness is also a strength since the qualitative approach provides an in-depth and comprehensive view on the experiences of the patients and also encourages openness for unexpected results. Moreover, this is one of the first comprehensive and profound qualitative investigations in Germany to explore and compare patient satisfaction with IT and IEHT. Nevertheless, our study suffers probably from a retrospective and social desirability bias of respondents.

Another point of criticism is the sample size of N = 9, which is even small also for a qualitative study. However, it proved impossible to recruit more test persons for the study, because at the time of data collection, the investigated facility had only a relatively small number of patients in IEHT.

A further weakness of our research is that we could not recruit patients with IEHT alone, i.e., without prior experience of IT. This would have added possibly more and interesting information as, e.g., some unknown “basics” are missing when patients have not previously undergone IT.

Nevertheless, the strengths of our study are that data were analyzed by multiple researchers, ensuring investigator triangulation. Moreover, two researchers had a neutral view on the data as they were not involved in the field of IT and IEHT, which is also a strength of this study. Finally, we used an interview technique that was problem-centered, which is a theory-based and long-established scientific interview method.



5.3. Implications for future research

Future research should compare qualitative or mixed-method studies with bigger sample sizes and a higher gender heterogeneity ideally patients in three groups of treatment: IT, IEHT with prior experience of IT, and IEHT without prior experience of IT. However, it seems to be questionable if the test subjects from various psychiatric hospitals and regions in Germany should be summarized in one data set in future studies, as hospital/wards are highly complex organizations and not directly comparable.

Beyond that, a valuable future research, particularly for healthcare practice, would be to accurately identify the different needs of the patients in IT and IEHT in larger samples in order to identify different types of patients. Resulting needs profiles and questionnaires for measuring them (40) in practice might help to better meet the needs of the patients and thus enhance patient satisfaction.
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‡There exist rooms for the IEHT in the investigated hospital, because they offer every Friday morning a shared breakfast as an opportunity for exchange between IEHT patients.
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Background: Mental, neurological, and substance-use disorders cause medium to long term disability in all countries. They are amenable to treatment but often treatment is only available in hospitals, as few staff feel competent to give treatment. The WHO developed the “Mental Health GAP” (mhGAP) course to train non-specialist clinical staff in basic diagnosis and treatment. At Bwindi Community Hospital, in south-west Uganda, mental health care was initially only provided at the hospital. It was extended outside the hospital in two implementation phases, initially by establishing 17 clinics in the community, run by qualified mental health staff from the hospital. In the second implementation phase staff in 12 health centers were trained using mhGAP and ran their own clinics under supervision.



Methods: Using routine data the defined data variables for the individuals attending the clinics was extracted.



Results: A total of 2,617 people attended a mental health care clinic in the study period between January 2016 and March 2020. Of these 1,051 people attended more than once. The number of patients attending clinics increased from 288 during the baseline to 693 in the first implementation phase then to 839 patients in the second implementation phase. After mhGAP training, about 30% of patients were seen locally by mhGAP trained healthcare personnel. The average number of mental health patients seen each month increased from 12 to 65 over the time of the study. The number of patients living >20 km from the hospital increased from 69 in the baseline to 693 in the second implementation phase. The proportion of patients seen at the hospital clinic dropped from 100% to 27%.



Conclusions: Providing mental health care in the community at a distance from the hospital substantially increased the number of people accessing mental health care. Training health center-based staff in mhGAP contributed to this. Not all patients could appropriately be managed by non-specialist clinical staff, who only had the five-day training in mhGAP. Supplies of basic medicines were not always adequate, which probably contributed to patients being lost to follow-up. About 50% of patients only attend the clinic once. Further work is required to understand the reasons.
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mhGAP training, community-based mental health care, rural mental health care, task sharing, mental health gap, patient retention





1. Introduction

Mental, neurological, and substance use disorders contribute about 10% (258 million) Disability Adjusted Life Years to the Global Burden of Disease in both high-income countries and low-and-middle-income countries (1). While some individuals may die from mental, neurological, and substance use disorders, and some die early from neglect of their physical health (2), the majority of those with mental illness suffer from life-inhibiting illnesses that may result in poverty and discrimination that affects future generations as well. In some countries, including Uganda, children with uncontrolled epilepsy may be prevented from attending school due to fear of other children “catching the infection” (3). Treatment of many mental illnesses is available, but may not be accessible for a number of reasons (4).

Primary health care (health care outside of hospitals) should include mental health care if it is to be accessible to those who need it (5–8). The main barriers to accessing mental health services include centralization of mental health services in hospitals, lack of available medicines, inadequate number of mental health trained staff, mental health not being a priority for policy makers, and beliefs around the causation and appropriate treatment of mental illness which result in seeking alternative treatments such as from religious and traditional healers (4, 8–11).

There is a scarcity of specialized mental health workers in many countries (5), including Uganda (12). The World Health Organization (WHO) has developed programs such as the Mental Health Gap Action Program (mhGAP), to bridge this gap by training non-specialized clinical staff in basic skills to diagnose and treat or refer those with mental illness (13). This is not about “task shifting” but “task sharing” (6), with the intention of increasing the number of staff with these basic skills. The mhGAP program has been piloted in Uganda and shown to be effective in increasing access to mental health care to some extent (14).

It has been estimated that up to 35% of Ugandans suffer from a mental disorder and 15% would benefit from treatment (12, 13). Provision of mental health care in Uganda is a component of the national minimum healthcare package, which should be available at all levels of the health system (15). It is expected to be integrated into outpatient services at hospitals and health centers to improve access to mental health care (14, 15).

Despite having a national policy framework and the encouragement of programs such as the mhGAP in Uganda, there are marked gaps in mental health service delivery in Uganda, especially at health centers (16). Mental health care is largely provided by specialist psychiatric workers at national and regional referral hospitals, with little being offered at district hospitals or health centers (17). Relatively few of the private-not-for-profit (PNFP) hospitals provide mental health care (18).

Bwindi Community Hospital (BCH) has been offering hospital-based mental health care since 2013. From January 2018 a two phased approach was adopted to expand the service into the community with monthly clinics across the catchment area. The intention was to increase access to mental health care in the area.

This study aimed to assess if the establishment of clinics away from the hospital, and training of non-specialist clinical staff from health centers in mental health care, increased the number of patients accessing mental health care and if any contributing factors could be identified.



2. Methods


2.1. Design

This was a retrospective cohort study using routinely collected data.



2.2. Setting


2.2.1. General setting

Uganda is a land-locked East African country. In 2020 it had an estimated population of 45 million people, 84% of whom lived in rural areas and 21% living in poverty. Life expectancy at birth was 63 years in 2017 (19). Health care is provided by both government and private providers. Rural areas are mainly served by health centers supported by hospitals.



2.2.2. Specific setting

The study was carried out in the catchment of BCH, which is a PNFP Hospital in Kanungu District in Southwestern Uganda. Its main catchment area covers 17 parishes, with a total population of about 70,000, living in 101 villages (20).

BCH has been providing mental health care services since 2013. Their initial focus was on providing care at the hospital, with most of this being for outpatients. From 2013 there were ongoing discussions between the BCH senior management team, the lead for mental health care and the trustees of Jamie's Fund, a small UK charity working to improve access to mental health care in Uganda (https://jamiesfund.org.uk). This resulted in the staff at BCH trying out different ways to use their resources to increase the number of clinics in the community. Once some progress had been made in two different models it was suggested we should carry out a more formal evaluation to see if the models worked.

The mental health qualified staff at BCH were 1.5 whole time equivalent psychiatric clinical officers, a psychiatric nurse and a counsellor employed by the hospital. Patients were treated as outpatients as far as possible, but when necessary disturbed patients were admitted to the acute medical ward for management. We took as our baseline, the last two-year period when all mental health care services were hospital-based.

Both oral tablets and depot injections were available to manage mental illnesses. The main diagnoses (with the available treatments) were: schizophrenia (chlorpromazine, haloperidol, benzhexol, depot fluphenazine) severe depression, (amitriptyline, imipramine), bipolar affective disorder (sodium valproate chlorpromazine, carbamazepine), epilepsy (phenytoin, phenobarbitone, sodium valproate, carbamazepine) and alcohol use disorder (diazepam, thiamine and vitamin B complex). These are old, well established treatments. Compared to treatments for other diseases they are relatively cheap, but they may be too costly for people to afford.

Counselling is provided when appropriate and accessible. Educational sessions were run in the community to inform about aspects of mental illness, its treatment and ways to remain healthy.

BCH operates “eQuality”, a voluntary health insurance scheme which for a payment of about US$5 per adult per year allows the family to access subsidized health care and treatment. Other patients pay the costs out of pocket. Unlike some other health insurance schemes, patients with chronic conditions such as mental illness are allowed to be members of the scheme.

There were 12 health centers in the catchment area. Of these, four are health center IIIs (HCIII), three government run and one PNFP. At an HCIII there are supposed to be 14 staff, led by a senior clinical officer. The other eight health centers are health center lls (HCIIs), one government and seven PNFP. BCH runs two of the private HCIIs. At an HCII there are supposed to be 3 staff, led by an enrolled nurse.

MhGAP training is encouraged by the Ugandan Ministry of Health. The five-day training course was run at BCH and used the mhGAP intervention guide training materials (21). It combined didactic lectures with role plays, communication exercises and discussions. It was led by one of the experienced national trainers for mhGAP. He had also run the “training the trainers” course attended by the three other trainers who were all qualified in mental health. Twenty two nurses and midwives from health centers were trained and ten staff from BCH.

Government health centers are given a limited supply of medicine monthly, for which there is no charge to patients. HCIIIs receive a greater quantity and range of medicines than HCIIs. Patients attending the health centers run by BCH and other private providers have to pay for medicines.

In the first implementation phase, mental health clinics were established in each of the 17 parishes, and held at local health centers, churches or local administrative headquarters. The sites were selected by the clients through their 5-member parish mental health committees.

These clinics were run by mental health qualified staff from BCH once every four-weeks, travelling by motorcycle on bumpy, dusty and sometime muddy roads. The staff also visited patients at home, to provide some of the psycho-social elements of the care packages, and engaged with people in the village to raise awareness that mental, neurological, and substance use disorders could be treated. This could require two mental health staff staying for a working week in each of two sub-counties, since many of these centers were too far to travel to daily.

At each clinic, patients were assessed for their physical and psychosocial needs. Activities at the venues include talks and discussion on aspects of mental ill health and maintaining good health, and reviews of individuals. Treatments offered included counselling, medication (both oral and depot injections), discussing way to reduce stress and promote social support (including promoting social support and resettling patients who are neglected) and promoting activities of daily living and livelihood activities. Medicine refills were given if medicines were available. Mental health staff from the hospital were not permitted by hospital procedures to provide medicines at the venues in villages other than health centers, so patients were encouraged to get them from the nearest health center or pharmacy.

In the second implementation phase, after the mhGAP training, the number of clinics was reduced to 12, one in each of the health centers where non-specialist clinical staff had been trained in mhGAP. Those clinics at churches or local administrative headquarters which had been run by the staff from the hospital were closed. Additional arrangements were also made to try to ensure better availability of medicines at these health centers.

As the staff at the health centers were full time, it was expected that this would increase access to mental health care. They were also given regular mentoring by the more experienced hospital-based staff who attended each health center once a month. After a clinic, patients requiring a home visit would be seen by qualified mental health workers from BCH. The BCH team also continued to provide some of the psycho-social elements of the care packages via village visits to patients and families that required them.




2.3. Participants

All patients with mental, neurological and substance misuse disorders who attended BCH or outreach clinics between January 2016 and March 2020.



2.4. Data variables

Data was obtained from routinely collected information in health center registers and electronic databases at BCH. Data on an individual's clinic attendances was linked across time in the databases, using a combination of identifier variables, to provide patient mental health clinic histories in terms of their frequency and time intervals.

Variables collected included patients’ demographic characteristics, clinic attendance before and after establishment of mental health services in the community, year of first diagnosis with a mental illness and the type of clinic attended. Unfortunately, some data relating to home visits and other outreach work by BCH based staff in the last half of the 2nd implementation phase was lost due to an information technology problem.

Patients were counted as being a more consistent attender of the clinic in the following 12-month period if they did not have a gap in attendance of six months or more during the 12 months. They were counted as lost to follow-up if, at the end of the 12 months, they had not attended for at least the last 6 months (22).

Data taken from the main hospital databases was validated at the original point of data entry. All data from health center and mental health electronic registers were subjected to consistency checks, and discrepancies were investigated as far as possible.



2.5. Analysis and statistics

The data were analyzed in EpiData (version 2.2.2.186, EpiData Association, Odense, Denmark) using frequencies and proportions. Correction for the missing data in the second implementation phase was done on the assumption that the missing data were similar to those that were not missing for that period. Sensitivity analysis was done to test the robustness of the resulting estimates with regard to this assumption.

To assess the effectiveness of the service, we focused on those patients who attended the clinic more than once in one of the three time periods (January 2016 to December 2017 [baseline], January 2018 to February 2019 [first implementation phase], March 2019 to March 2020 [second implementation phase) as they had established a relationship with the clinic. Those who attended only once did not necessarily have a mental illness.

Assessing the frequency of attendance as part of this evaluation was complicated by the fact that the length of the time periods varied. For existing patients, all attendances in any of the three time periods were counted. For new patients, reattendance within six months was used to enable comparison between periods. It was assumed that the proportion of new patients who re-attended within 6 months of their first attendance was the same in both the first six months and the final six month of the second implementation phase, to compensate for missing data. Again, sensitivity analysis was done to test the estimates based on this assumption.

We investigated factors associated with patients’ repeated clinic attendance patterns in each period. For this analysis, an individual may be counted in more than one of the three time periods. Demographic and clinic characteristics of patients were compared with clinic attendance variables using multivariate logistic regression with results presented as odds ratios (OR) and 95% confidence.




3. Results

A total of 2,617 people attended a mental health care clinic in the study period between January 2016 and March 2020. Of these 1,051 people attended more than once. The three time periods, together with the number of clinics and who ran them, are summarized in Table 1.


TABLE 1 The time periods in the study and number of mental health clinics in the catchment area of Bwindi community hospital, Uganda.

[image: Table 1]

The characteristics of the patients who attended more than once in each of the three periods of the study are shown in Table 2. There was little difference between the study periods in the patient demographics, with about 60% being male, and about 60% aged between 18 and 59. Most were subsistence farmers.


TABLE 2 Characteristics of patients attending mental health services in the catchment area of Bwindi community hospital, Uganda between 2016 and 2020.

[image: Table 2]

The number of patients increased in each successive time period, from 288 to 693 to 839 patients, excluding those who attended only once. This was due to increased recruitment of new patients, as the proportion of patient retained between the periods remained the same at about 75%. The average number of patients seen each month increased steadily (Table 3). The main three diagnoses were the same in each time period, epilepsy, depression and bipolar affective disorder.


TABLE 3 Patients’ utilization of mental health services in the catchment area of Bwindi community hospital, Uganda, between 2016 and 2020.

[image: Table 3]

Attendance at the different types of clinics changed markedly following the establishment of clinics outside the hospital (Table 3). Initially everyone had to attend the BCH hospital-based clinic. In the first implementation phase, when services were provided by staff from BCH working in the community, only 229/693 (33%) were seen at the hospital and the rest seen either in the village 267/693 (39%) or at clinics 160/693 (23%). A few (5%) were seen in more than one place.

In the second implementation phase, after the mhGAP training, only 233/839 (27%) of patients were seen at the hospital, and 253/839 (30%) were seen by the mhGAP-trained health center staff. The remainder were seen by BCH staff in the village 218/839 (26%) or a community clinic 38/839 (4%) with 96/839 (11%) seen at more than one location.

During both the first and second implementation phases, many of the patients seen at a community-based clinic run by staff from BCH or a lower Health Center were also seen during a home (or village) visit, reflecting the fact that the BCH team was continuing to provide some of the psycho-social elements of the care.

The number of patients attending clinics who lived more than 20 km from BCH was six times higher in the second implementation phase (following the mhGAP training) than in the baseline period. The number who lived <10 km from BCH was similar changed very little. At the same time the proportion of patients not enrolled in BCH's eQuality health insurance increased from 8% to 48% and 49% in the first and second implementation phases.

In the second implementation phase, following the mhGAP training, three of the twelve health centers saw the majority of the patients (69%) seen at Health Centers. Two were over 20 km from BCH and the other one was just under the 20 km.

Around half of the patients attending the service only attended once: 46% (241) before clinics were established outside the hospital, 54% (829) in the first implementation phase, and 37% (496) in the second implementation phase, following the mhGAP training. Many of these were diagnosed with a mental illness but we have no data as to why they did not re-attend.

Regular clinic attendance is important to maintain a supply of medicine and support. Around 30% of new patients attended four or more times in the first six months, while over 50% of those who had continued to attend from the previous period attended four or more times in the next period (Table 3).

Factors associated with a patient being a more consistent attender of the clinic in the following 12-month period (i.e., neither lost to follow up nor having a gap in attendance of six months or more during the period) were: being aged between 18 and 59, having eQuality insurance (both p < 0.001), having psychosis or epilepsy rather than one of the other mainly shorter-term conditions (p < 0.01).



4. Discussion

This study shows that in a poor, very rural area of a low income country, staff with very limited resources succeeded in substantially increasing the number of individuals attending mental health clinics. This was sustained over a two year period by opening clinics in the community and training health centre staff in mhGAP. Furthermore, this was done as part of normal service development, with only the costs of the two mhGAP courses being sponsored externally, but with supportive senior management and well motivated staff. We have not found any other studies describing this achievement.

About half of all the patients attending the service in each of the three study periods only attended once, and a further significant proportion were lost to follow up. A Rwandan study found 35% of patients only attended once (23). This is about two thirds the rate in our study.

Elsewhere in Uganda (14) an increase in patient numbers was seen in a six month pilot study when health center staff were trained in mhGAP. That study was generously funded by an external donor. They report an increase of 35% (670 to 1016) in attendance in the six months follow the training. However, their data is based on that reported the Ugandan National Health Information Management System. This only records attendances, not cases, so although the numbers increased it is not clear if any patient attended more than once. The increase they describe would be accounted for by 346 patients attending one extra time in the second six months. Due to their data source, there is no information on patient retention or frequency of attendance.

Until we analyzed our data for this study, we were unaware of the high number of patients attending only once, as previously the data focus was counting the number of patient attendances, as required by the Ugandan National Health Information Management System.

This shows the importance of both collecting the relevant data and also analyzing it. The data to show that many patients who would benefit from treatment were not attending regularly, or even more than once, had been collected by the mental health services at BCH, but not used. As has been said elsewhere “We are drowning in information but starved for knowledge” (24).

Around 30% of new patients attended four or more times in the first six months. This is likely to be adequate for them to have enough medication to be able to take it regularly, but we have no data on concordance with medication.

One of the challenges accessing health care when living in a rural area is the distance to the nearest appropriate facility (25). The main increase in patient numbers accessing mental health care came in those living at a distance from BCH. As stated above, the number living more than 20 km from the hospital increased six-fold over the study period, while the percentage of patients from more than 20 km doubled: from 69 (24%) to 453 (54%). This is probably simply because the service became easier to access for those living further from the hospital. This finding is similar to the study in Rwanda (23) which reported that the majority of patients attended health centers which were <5 km from home, rather than travelling further to the main clinic at the hospital.

In many low income countries, access to a reliable, affordable supply of appropriate medicines is a major barrier to mental health care (9, 11, 26). This was certainly a problem in our study. Government HClll are supposed to receive a monthly stock of psychotropic medication so may have slightly more reliable supplies of free medication. The private HClls have to charge for medication and often do not have adequate supplies. The two HClls run by BCH offered subsidized mental health medication through the eQuality health insurance scheme but this requires families to have enough money to be part of the insurance scheme (27). It is discouraging for patients to make the effort to attend a clinic to be told their medication is out of stock, or it may be that they cannot afford the ongoing expense of the medication when attending private health centers. This is likely to contribute to the loss to follow up.

Three of the twelve health centers saw the majority (239, 69%) of the patients reviewed by health center staff in the second implementation phase. These were two government HCllls and one private HCll run by BCH. The reasons for this higher demand are not known. Contributing factors may be the availability of medicines, which were free at two of the clinics, the greater number of trained staff at a HCIII, or the level of enthusiasm and/or confidence of the staff. Population density or accessibility were not appreciably different from other clinics. Anecdotally, some of the health center staff did not consider it part of their role to provide care for those with mental illness and have been known to request payment per patient from their employer for them to do this. This was also found elsewhere in Uganda (14).

People were more likely to continue to attend a clinic if they had a major mental illness or epilepsy and were of working age, or were enrolled in BCH's eQuality insurance, suggesting that cash-flow or access to funds is an important determinant of access to continuing care. For those with a major mental illness or of working age, the beneficial effect of medication probably gave an adequate incentive to continue to take the medicine. Those with epilepsy may be more likely to continue to attend the clinic as the positive impact of treatment is more marked and may be more valued. Others have found that some people with mental, neurological or substance use disorders, live socio-economically and psychologically chaotic lives, so attending a clinic may not be a priority (28). Those with depression in India were found not to see depression and anxiety as necessarily being suitable for medical treatment (29). This has been described for all mental illnesses in Uganda (30). An interesting paper from Ghana (31) describes how many people with psychosis discontinued their medication as they found the side effects such as drowsiness, restlessness, and movement abnormalities unpleasant and these conflicted with concepts of health, healing, and wellness. The patients felt that failure to achieve a permanent cure cast doubt on the medication's long term efficacy and further suggested to them that spiritual factors might also be at play. This may well also true in Uganda.

The percentage of people with eQuality insurance fell over the three periods, although the total number insured increased. This was not surprising as it has been observed previously (32) that people living closer to BCH are more likely to be in the insurance scheme. As more people living further from the hospital attended the new clinics they would be less likely to be part of the insurance scheme. However, access to effective treatment may have contributed to the increased number of patients joining the insurance scheme. Encouraging mental health patients to enroll in the scheme could possibly improve compliance with treatment and be worth pursuing.

The number of new patients fell in the second implementation phase while the number retained increased. This might mean that there were fewer people left who needed to attend the clinic.

The Programme for Improving Mental Health Care (PRIME) was an international programme researching ways to improve mental health care (33). They have worked in five countries and recommend a comprehensive planning approach. However, even this does not guarantee success, as they reported that in Uganda, India and Ethiopia they found a small non-significant improvement in treatment coverage of depression and a significant improvement in diagnosis of depression and alcohol use disorder, but this improvement was not sustained over the longer term in Uganda (34).

Their Ugandan study was undertaken on a much larger scale than ours, with multiple focus groups and coordination groups, and yet the impact was not sustained. We found better long term results in increasing treatment coverage in a program run without extra (external) funding. Introducing service developments with motivated local leadership, using existing funding, and which can be evaluated from routinely collected local data, must be a more appropriate and sustainable approach than the studies that are often published. Such published studies often depend on significant, but short term, international funding to “pilot” a model, which may have been shown to work elsewhere already. The conclusion of these “pilots” is too often that the model should be implemented on a wider basis in that country. But that expansion usually has to await further external funding, which often is not forthcoming. PNFP hospitals may be able change service models more easily than government hospitals, as they usually have more autonomy, flexibility and, perhaps, more motivated staff.

A study in Malawi (35) where 43 primary health care workers were trained for two days in mhGAP found that there was an increase in the numbers of patients with a diagnosis of mental illness attending the 18 health centers but the numbers were very low, increasing from a total of about 15 cases per month pre-training to a total of about 31 per month. It is not clear if these are cases or patient-contacts. This is a much smaller number and increase than we found (Table 3).

One of the benefits of this provision of mental health care in the community was seen during the subsequent COVID-19 lockdowns, as patients were able to receive care from these health centers even when staff from BCH were limited in their travel.

Strengths of this study include that it has been carried out using routine data, much of which has been collected electronically, which is unusual in a very rural poor community in much of Africa. It is unlikely that we could have undertaken this study with paper-based records. Also, the clear step-changes in attendances in the two implementation phases and the fact that data was collected over several years give credence to the findings.

Weaknesses include the following. We were only able to report on attendances by individuals but do not know the accuracy of the diagnoses or the reasons for people not returning to the clinic. Some of the data on clinical workload in the community was lost due to an IT issue. Both these weaknesses reflect that this project was operational research carried out in rural Africa in a small non-academic hospital without external funding.

Analysis of what treatment was prescribed has not been done due to lack of resources, nor do we have data on when and how much medication patients received. This would have enabled us to see if they had enough medication to take at the recommended dosage until their next appointment. Outcome data, particularly in terms of control of their illness would have been helpful to assess the effect on peoples’ lives. In the other studies as part of the PRIME initiative (34) they recruited full time staff to assess the impact of treatment. We did not have the resources to do this.


4.1. Practical implications

Providing more clinics in the community, nearer where people live resulted in many more patients attending mental health care clinic which was continued over time.

Training non-specialist staff in mhGAP adds to the workforce able to diagnose and treat or refer people with mental health conditions (36). This increases the likelihood that patients will access care. Care for mental ill-health is much more accessible if it is provided by staff based in a health center each day, not just at a monthly clinic. This has been achieved at the minimal cost of running two mhGAP training courses with the motivation and supervision coming from the mental health qualified staff in the hospital as part of their service development work.

These non-specialist staff complement, rather than replace, the mental health qualified staff, who are still required. It is not appropriate that all the care of patients with a mental illness should be transferred to non-specialist clinicians who have undergone a five-day training in mhGAP. There is still a need for mental health-qualified staff to review and manage some of the more complex patients, though the workload of the mental health staff has been reduced as they no longer have to see all patients. Due to data loss, this reduction in workload cannot be reported in detail.

BCH has relatively well-developed electronic records, with data from both its hospital and community programs facilitating this retrospective study. We recommend that the hospital systems are refined to enable routine data to be used to identify patients’ failures to attend a clinic on a real-time basis. This could significantly improve the standard of service provided to those with mental illness and other non-communicable diseases that benefit from regular follow up. Text messages could then be used to remind patients before their appointments, or to check with patients if they do not attend. This is already used in other patient programs.

Gathering data routinely on the quantities of drugs prescribed and dispensed would enable a much clearer understanding of how patients were using the service. We do not have data on what medication patients actually received as opposed to what was prescribed, so we have little idea if they were able to take their medicines continuously. As the routine treatment of all non-communicable diseases becomes more established, it would be helpful to be able to monitor more effectively how well patients are being managed in routine care.

Further qualitative research would be helpful to understand why the loss to follow up rate was so high. It could be due to socioeconomic factors and the cost of medication from some clinics, local health beliefs and expectations, (such as an expectation of a cure rather than long term medication) and/or the stigma that remains around mental health disorders.



4.2. Lessons learned

Robust backup systems for electronic data and appropriate training are important. We thought there was a good system in place to back up our data but we still managed to lose six months of data that had been entered on the system which recorded the work the hospital staff had done in the community.




5. Conclusion

We have shown that providing community mental health care in a rural Ugandan setting resulted in substantially higher numbers of patients both starting and continuing to attend clinics. We also identified that a large number of our patients only attend a mental health clinic once or twice and do not return. This requires further research to understand the reasons for this loss and to help develop appropriate services to enable this disadvantaged group to receive appropriate treatment.
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Background: The Mosaic project is a socio-health integration model that promotes the personal recovery of people with severe mental illness in a territory of Central Catalonia: the Bages region. The recovery approach in mental health care promotes meaningful activities and social inclusion for people with mental health disorders. The aim of this study is to examine the relationship between the level of meaningful activities and other factors associated with the mental health recovery model.



Methods: A cross-sectional design was used. Participants (n = 59) signed an informed consent and completed the following standardized instruments: Engagement in Meaningful Activities Survey; The Connor-Davidson Resilience Scale; Hert Hope Scale; and Recovery Assessment Scale.



Results: A Pearson correlation test was performed between the level of meaningful activities and life satisfaction, resilience, hope, and recovery. These data indicate that the amount of meaningful activities are strongly associated with variables related to the personal recovery process from mental health problems.



Conclusions: The integration process of MOSAIC confirms the need to accompany the recovery processes through significant occupations.
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mental health recovery, personal recovery, integrated care, meaningful occupations, life project




section-at-acceptanceMental Health Services

1. Introduction

Social and health integration is a growing concern for governments, in a context of social and economic crises that demands efficiency (1–3).

Kodner and Spreeuwenberg defined the integration process as “a set of methods and models of financing, administration, organization, provision of services and clinical care designed to create connectivity, alignment and collaboration within and between the sector dedicated to caring [the social] and the sector dedicated to curing [health]” (4). Leutz (5) also emphasized this dimension of integrated care as a process, defining it as “the search to connect the health system”.

Integration processes between health and social services facilitate a continuum in the care of the population, focusing the intervention on the person’s needs (person-centered care). In addition, it demonstrates a special interest in accompanying the person from a paradigm of the social determinants of health (relationships between the environment, habits and routines, and personal health). Finally, a basic preventive and promotional care has been promoted (6).


1.1. Recovery model: a new approach to mental health

Personal recovery refers to the ways in which a person manages a mental health problem trying to restore or develop a meaningful life project, as well as a sense of belonging and a positive perception of identity that is independent of a mental health problem (7, 8). Recovery is a process of change by which individuals improve their health and well-being, lead their lives autonomously and strive to achieve their full potential. This approach has its origins in the historic “recovery movement”, which promoted, in the 1960s, the rights of people with mental health problems to receive decent therapeutic care as well as the consideration of the person with mental health problems as a competent individual that can make decisions about their life project and community functioning (9). At first, the initiatives focused on mental health laws, especially those that sanctioned involuntary and coercive interventions, but later changes were also proposed in the practice of mental health, especially from the appearance of new therapeutics, which would allow people with mental health problems to live in the community, and started the creation of rehabilitative resources in the community in order to cover the psychosocial needs of the affected people. Unfortunately, this historical context has often been overlooked in the transformation of services towards a recovery orientation, and thus that the concept has begun to lose its inspiration and ultimate goal, which is simply to restore people with severe mental disorders their sense of dignity, respect, self-esteem and citizenship (10). However, in recent decades, the concept of initial recovery has grown strongly in the treatment of people with mental health problems, mainly due to two pieces of scientific evidence: (a) 33% of people who show a severe mental health problem, such as schizophrenia, can recover without suffering any negative consequences and 67% show significant improvements over time; and (b) different studies have indicated that care focused on recovery (mainly, the positive expectation of having a meaningful life) predicts clinical improvement and adequate community functioning (11). In this way, in the first definitions of recovery, developed by Patricia Deegan and William Anthony, recovery implies the development of a new meaning and purpose in life, regardless of the limitations derived from the mental health problem (9).

Although this definition of recovery, due to its subjective nature, has usually been measured qualitatively, in recent years, objective instruments have emerged that assess this level of recovery (12), with an increasing number of studies that have identified the factors underlying this conceptualization. Factors, including sociodemographic (gender and age) or clinical (level of symptomatology) factors or more rehabilitative aspects, such as social functioning or cognition, would not be sufficient, although would, to a certain degree, be necessary, to achieve subjective or personal recovery, having identified the psychosocial variables that would have a main role in explaining recovery, such as empowerment, hope, quality of life, internalized stigma, perceived social support, social satisfaction, degree of recognition, loneliness and self-esteem (12, 13).

In the recovery model, the care provided by mental health professionals is characterized by a main function of supporting the affected person’s life project in such a way that they provide integrated care, aimed at promoting personal (2, 14) recovery through techniques based on the evidence of shared decision making, advance directives in mental health, the peer strategy, and training and self-care in the physical, mental and social spheres. It is a model that promotes active citizenship in the defense and is aimed at claiming the rights of people with mental illness.



1.2. MOSAIC: care and practices oriented towards personal recovery

MOSAIC is a social initiative, coordinated with health, that promotes the quality of life of people who suffer from mental health problems and addictions in Central Catalonia. Specifically, the project is located in Manresa, capital of the Bages region, with its own idiosyncrasy: a semi-urban area dependent on the capital in a territorially dispersed territory. It is a pioneering initiative in Catalonia, and although the project has impacted a small number of people (due to the very capacity of the services), we believe that it can promote similar experiences in Catalan territory and generate more evidence.

The Mosaic legally depends on the Tomàs Canet Foundation and is managed with the participation of four other entities: the Germanes Dominiques de Santa Clara, the Order of Sant Joan de Déu, Manresa City Council and the Althaia Foundation.In the Convent of Santa Clara, the headquarters of the project, different social and health services come together with the aim of improving people’s quality of life: (1) Work Program (WP), specialized social service that offers support and individualized advice in the search, access and maintenance of work; (2) Social Club (SC), a specialized social service that aims to increase participation and connection with the community; (3) Community Rehabilitation Service (CRS) is a specialized health service that develops different actions aimed at the psychosocial rehabilitation of people with mental disorders, which integrate the individual, group, family and community care levels to respond to their needs and personal characteristics; And (4) Individualized Service Plan (ISP) is a specialized health service that works according to an organizational model of case management and an assertive community intervention model, in order to guarantee the continuity of care and the maximum possible recovery in relation to people with a severe mental health disorders.

The fact that we can all recover does not mean that we will all do so at the same pace or following the same path (15). Mosaic adapts to the rhythm of the person. Each person must construct the meaning of his own life, he must find the resources that serve him for his well-being, he must strengthen or build an identity that is not defined by the pathology. The services are oriented towards recovery, defined as a process, that is to say, a whole set of small everyday actions that, done over time, help the person.

To better understand what Mosaic is and what its distinctive characteristics are, we can follow the US Substance Abuse and Mental Health Services Administration (SAMHSA), which proposes 10 Basic Principles of Recovery (16):


	1.It comes from hope.

	2.It is person-centered.

	3.It occurs through many pathways.

	4.It goes beyond professional care.

	5.It is enriched with mutual support.

	6.It assumes community.

	7.It requires a comprehensive approach.

	8.It is sensitive to diversity.

	9.It is based on respect.

	10.It requires addressing the trauma.



The last point is a very important one. Throughout our lives, people can experience painful situations that lead to a personal process that can be difficult to navigate (17, 18). A possible path towards acceptance of situations that have caused us suffering consists of facing some challenges. First of all, we need to become aware of our own experience and the possible changes that may arise in the social and relational sphere. Secondly, it is very important to have a space for the expression and management of the different emotions that can appear and overwhelm us such as sadness, anger, frustration, etc. Thirdly, we will often need to reset ourselves and not cling to the past. It is about adopting a hopeful vision of the new situation, of the present and the future, of strengthening the capacity for resilience to emerge strengthened and transformed from adversity.



1.3. Integrated care, a necessary challenge to address in mental health

As already mentioned, integrated care is a challenge for the world population (1–3) of which care for people with mental health problems is very present. There are two recent systematic reviews (2017 and 2022) that address the challenge. The first one (19) highlighted the efficacy demonstrated in the 172 experiences analyzed. However, it concluded with the need to obtain quality indicators, aimed at improving implementation.

In this line, Chan and his research team (20) exposed the precariousness of existing services in all health care for people with mental health problems. A very important detail of his research is the need for multidisciplinary teams with the aim of promoting transversal knowledge in the team. Finally, there is an Australian experience of integrated mental health care, designed on the personal recovery model (21). The need to promote evidence-based psychosocial interventions is highlighted, and to collaborate permanently with community organizations.

In this context, of the need to generate evidence on integration processes, in the paradigm of the personal recovery model, our study and the Mosaic project are of great importance. The need to identify quality indicators is vital to implement improvements in services and to be able to respond to a global public health problem.



1.4. Current context: a window of opportunity

The implementation of the perspective of recovery in the care of people with mental health problems is limited in our environment, but it is strongly considered in other countries, receiving the support of governments and public administrations, such as in the United States, New Zealand, Australia, England or Canada (22). This fact is mainly due to the fact that transformations must take place in mental health devices, and this implies that not only must the results be measured through recovery, but also that changes must be produced that promote recovery in the attitudes of professionals and in those of the people affected, so that resistance to change is softened (23–25). It is important to encourage citizen participation and orientation to the rights of people with mental illness (26).

In Catalonia, the community psychiatry resources that are using recovery-focused care characteristics, such as the Individualized Service Plan teams, use a modification of the assertive community treatment model, which provides comprehensive care (housing, socialization, symptoms, training, work, spirituality, among others); however, all Community Rehabilitation Services are prepared to provide it. On the other hand, programs, such as Activa’t per la Salut Mental, promote the personal recovery model in the social and professional fabric of the country (26, 27). The objective of this program is to (1) accompany people with mental health problems in the construction of a life project and (2) promote social support networks.

At present, in Catalonia, there is a very propitious context to promote mental health interventions using the personal recovery model: the National Pact for Mental Health (PNSM). The PNSM (28) is the interdepartmental and intersectoral instrument of the Generalitat de Catalunya that, in line with the recommendations of the World Health Organization (29), promotes mental health from all spheres of action by the government and society. Among the objectives of the PNSM, we highlight that it (1) guarantees a comprehensive, responsible and community approach, placing people and their families at the center; (2) promotes a paradigm shift in public policies related to mental health so that it is concerned with the mental health of people at different stages of life and guarantees the right of affected people to full citizenship, community inclusion and job placement; and (3) includes the conclusions of the United Nations Convention on the Rights of Persons with Disabilities (30).

This article culminates the implementation project of the personal recovery model in Central Catalonia. The result of the project was three articles aimed at promoting practice and intervention models centered on the will of the people.




2. Materials and methods


2.1. Study design

A cross-sectional non-controlled follow-up study with ex post outcomes measurements was used. This is the third study of a 5-year investigation into the recovery model. This article was preceded by a (1) systematic review and (2) mixed methods approach. In this paper we focus on a quantitative approach.

This study examined the relationship between the level of meaningful activities and other factors associated with the mental health recovery pattern. The objective this study was to assess the effectiveness of the implementation of the recovery model in a sample of people with serious mental health problems treated at MOSAIC. Our hypothesis is that the implementation of the recovery model will lead to the correlation of meaningful occupation with recovery-oriented variables. The recommendations of the Declaration of Helsinki (WMA, 2015) were followed. All persons participating in the trial signed an informed consent for their participation. This project was evaluated by the Research Ethics Committee of the participating center: Fundació Unio Catalana Hospitals, CEI 19/09.



2.2. Participants

The study participants were people between 18 and 65 years of age; with a diagnosis of severe mental disorder (Schizophrenia and Psychotic Disorders Cluster; Bipolar Disorder and Major Affective Disorders Cluster; Personality Disorders); no gender difference; it is linked in the 4 services of Mosaic simultaneously; and willing to participate voluntarily. Exclusion criteria: ages under 18 years and over 65 years of age; present levels of high dependency and acute destabilization of the mental health problem; language difficulties in terms of understanding and expression of the Spanish or Catalan language; presence of head trauma, dementia or severe physical disability (disabling diseases that cause a disability greater than 80%) or intellectual disability (IQ < 70); not wanting to participate in the study voluntarily. Presenting comorbidity with substance use disorders, personality disorders and organic disorders were not reasons for exclusion.

A reference professional from each device assessed the suitability to participate of the people who meet the inclusion criteria and invited them to do so. This person also facilitated the documentation of the study and had the affected person sign the informed consent. Once the person signed the informed consent, they were entered into a database, where another professional outside the study carried out the coding.


2.2.1. Creation of a new structure

Integration processes require joint and coordinated work, in which professionals feel that they are part of the reorganization process. Therefore, three levels of coordination were defined in which all services were represented. (1) Driving group: Its role in the process is that of the design, start up and evaluation of the process. It is a multidisciplinary space, free for reflection, which is marked by a horizontal work dynamic. Its role, especially in the design and the first steps, was to define and mark the phases of the process. The participants in this group were: coordination project; WP; SC; CRS and ISP. Monthly meetings were held (2) Case management: Space in which all the referrals that reach MOSAIC are shared. It is a place where the first interview is reflected on based on the needs detected by the colleagues at the mental health center. It is a coordination space in which all the professionals who can potentially accompany the person are present: from professionals from the mental health center to colleagues from the social club. The frequency of the meetings was weekly. (3) Activities Commission: Place from where the joint activities of MOSAIC are designed. It follows the same multidisciplinary dynamic and the objective is to offer a range of occupations to the person from a broad perspective of recovery: health and healthy habits; work and active life; community; functioning. The existence of an internal management commission is responsible for optimizing communication channels. A periodicity of bimonthly meetings was maintained.




2.3. Intervention

The MOSAIC intervention is an example of support for people in the construction of their life project. The project’s strategy focuses on comprehensive and integrated care, which revolves around a single entry mechanism for 4 services. Below we detail the actions of each service and how they integrate with each other.


	–Work program. Resources that are available to users with the will and ability to work. It is important for job placement and training. The labor technical offices work to reduce the obstacles that hinder the insertion and permanence in the labor market of people diagnosed with a mental health disorder. The work methodology is based on individualized monitoring and support, and group work actions.

	–Social Club. Self-managed voluntary resources for users with commissions, where different activities (workshops, outings …) are carried out according to their own will to promote social and community inclusion. The word “club” refers to a group of people who are organized collectively with common rules and objectives (sporting, recreational, cultural, etc.) in relation to shared hobbies. In the case of clubs for people with mental illness, there is a care aspect that is shaped by the work of a professional team and the rehabilitative orientation of their activity. The social club service is a program of support for integration and community insertion through leisure aimed at people with mental illness in a situation of dependency. It is based on the creation and stimulation of relational links to improve the sense of belonging of the collective in the fight against social stigmatization.

	–Community Rehabilitation Service. The community rehabilitation service is a public and free community rehabilitation service that offers care to older people with severe mental disorders where the personal, family and social rehabilitation and normalization of the user is worked on. The service is that therapeutic space, located at the heart of the community, which allows the user to remain integrated in their environment. It is aimed at the psychosocial rehabilitation of those people with a certain degree of autonomy and stability, and who do not present situations of acute decompensation. Different areas of the person served are worked on: social skills; the body; cognitive skills; occupational skills; the organization of leisure and free time; work skills; the family sphere; health education. Individualized service plan.

	–Individualized care program aimed at the community of people who have a severe mental disorder. The professionals who make up these teams help the user connect to the health and social services he needs in his place of residence. Thus, the affected person learns to use existing resources of all kinds in an appropriate way to have their needs covered. Each professional will take about fifteen cases and will do so until the person has their deficiencies resolved.



In addition, a training program was designed based on the principles of the recovery model (11), specifically including recovery education training sessions (31, 32): emotional and material well-being of the participants; skills for the search and maintenance of meaningful occupations: work and leisure; promotion of social support networks and the care environment; and perspective of rights in the exercise of their citizenship (see Table 1).


TABLE 1 Education training sessions.

[image: Table 1]

In the recovery model, a basic premise is the participation of people with psychiatric life experience, as active agents in the process (11). At Mosaic they play an active role as facilitators of activities in the community rehabilitation service and in the social club: healthy habits, leisure and free time, culture. They are self-managed spaces where the presence of the professional is very reduced or absent and where the professional remains in the background.


2.3.1. Design of a single referral process

As has been commented, the existence of a motor group centralized the design of the project. However, a horizontal work environment was generated in which all decisions were agreed upon (equal power relations). The number of participants, between 6 and 8 people, represented all MOSAIC services. The function of the group, in addition to designing and structuring the implementation phase, was in charge of ensuring the correct implementation. The group as a whole has a long experience and connection to the project, which made it easier to adhere to the new proposed changes. The team is oriented in a perspective of accompanying recovery processes based on respect for the rights of the person.

Traditionally, to access MOSAIC services, mental health center professionals, mostly psychiatrists, activate a referral. With this model, it may be the case that a person has different references with the corresponding access interviews. The model we propose is to create a single referral channel to MOSAIC, reflecting personal needs (Figure 1). To achieve this, a new referral sheet (single) was designed in which the needs of the person in all their personal and social spheres were reflected. Once the referral reaches MOSAIC, it is the professionals who, based on a motivational interview, explore the person’s needs. It will be at this time when, by mutual agreement, the inclusion of the person in one of the programs becomes effective. A single database is created, accessible to all workers, where the singularities of the person and their environment are widely collected (see Supplementary Material S1).


[image: Figure 1]
FIGURE 1
Access MOSAIC services.





2.4. Outcome variables and measures

The objectives of this study were: Engagement in Meaningful Activities Survey; The Connor–Davidson resilience scale; Hope; Recovery. The measuring instruments were selected according to variables of the recovery model. A fact of great significance is that all instruments are self-applied.


	(1)The Engagement in Meaningful Activities Survey (EMAS) (Cronbach’s α = 0.91) reflects multiple proposals for occupational therapy and occupational science that address constituents of meaningful engagement. The EMAS addresses the assessment of the meaning of an occupation by bringing together diverse viewpoints on meaning and employment (33).

	(2)The Connor–Davidson Resilience Scale (CD-RISC) (34) consists of 25 items with a Likert-type response format with five response options (“not at all”, “rarely”, “sometimes”, “often” and “almost always”), scored from 0 (“not at all”) to 4 (“almost always”). The Spanish version of the 10-item CD-RISC has a Cronbach α coefficient of 0.85 and the test–retest intraclass correlation coefficient of 0.71 (35).

	(3)General Self-Efficacy Scale (GAS) (Schwarzer, 1993), in the Baessler and Schwarzer (1996) version. It consists of 10 items with responses on Likert-type scales of 5 points between 1 (totally disagree) to 5 (totally agree). Scores between 27 and 38 points show an average of general self-efficacy. This is reliable with values of α = .87 for the Spanish version (36).

	(4)The Herth Hope Scale (37) was designed to measure goal-directed thinking across different situations. It is composed of 12 items that measure pathways and agency components by means of 4 items each, and 4 more filler items are added. In the validation studies, it had a high internal consistency (α = .97) and adequate divergent validity with hopelessness of −.77 (38).

	(5)The Recovery Assessment Scale-revised (RAS-R) (Cronbach’s alpha ranging between α = 0.93 and ω = 0.95) is a self-applied instrument that measures personal recovery, developed over 20 years ago by Gifford and colleagues in the United States. The RAS-R consists of 24 items on a five-level scale “strongly disagree,” “disagree,” “not sure,” “agree,” and “strongly agree” (39).





2.5. Data collection procedures

Over the course of 12 months (September 2019–June 2020) a cross-sectional sample was identified by professionals, with prior training to unify data collection criteria, from all the participants included in the study. The team of researchers explained the research project to all the participants of Mosaic, a meeting where the inclusion criteria and the different phases of the research were detailed. Next, the reference professionals will explain again only to those people who met the inclusion criteria. Finally, their consent was collected in case of expressing a will to continue with the investigation. The reference professionals explained each of the measures (self-applied) to the study participants, giving them the opportunity to fill them in at home. Once the study participants had the measurements, the reference professional followed closely, where he accompanied the person in any doubts. Once the scales were completed, they handed them to their referral professional. The measures were shielded in order to maintain the anonymity of the responses. Finally, these were delivered to the research team and were entered into the database.



2.6. Data analysis

Two researchers (G.P. and I.C.) used the SPSS software (version 28.0). Pearson correlation tests were carried out to study the relationship between significant employment and the different factors using the statistical package SPSS/PC + (v. 28.0). Bonferroni correction was used to adjust the alpha to the multiple correlations.




3. Results


3.1. Demographic characteristics of the participants

The basic characteristics of the participants are shown in Table 2. A total of 59 participants were included, with a mean age of 49.0 ± 11.0 years. Of these, 47% were women, 67.3% were single, 42% had a diagnosis of psychosis, 60% had a basic level of education and 40% received income from disability benefits. Despite having a small sample, responses were collected from 80% of people who met inclusion criteria.


TABLE 2 Sociodemographic and clinical profile.

[image: Table 2]



3.2. Correlation analysis

The correlation matrix for the key variables is presented in Table 3.


TABLE 3 Descriptive statistics and correlations among the key variables (n = 59).

[image: Table 3]

The scores obtained from EMAS reflect a perception of the meaning of their activities as moderate (39.76). Meaningful activities was significantly correlated with self-efficacy (r = 0,112, p < 0,05); recovery (r = 0,414, p < 0,01); hope (r = 0,400, p < 0,01); resilience (r = 0,360, p < 0,01).

On the other hand, the GSE results place the perception of self-efficacy at an intermediate point (24.25), on a scale from 10 to 40, which indicates more self-efficacy. Self-Efficacy was significantly correlated with meaningful activities (r = 0,349, p < 0,01); empowerment (r = 0,437, p < 0,05); hope (r = 0,480, p < 0,01); resilience (r = 0,384, p < 0,01); and self-stigma (r = 0,396, p < 0,01).

Continuing with the description of the results, a RASR score of 76.90 is observed. Recovery was significantly correlated with meaningful activities (r = 0,014, p < 0,01); hope (r = 0,439, p < 0,01); resilience (r = 0,294, p < 0,05.

Continuing with the analysis, HHS stood at a score of 21.21 out of 48, with higher scores indicating greater hopefulness. Hope was significantly correlated with self-efficacy (r = 0,480, p < 0,01); meaningful activities (r = 0,400, p < 0,01); recovery (r = 0,439, p < 0,01); resilience (r = 0,333, p < 0,01).

Finally, a CD-RISC score of 50.55 out of 100 can be observed, with higher scores corresponding to higher levels of resilience. Resilience was significantly correlated with self-efficacy (r = 0,384, p < 0,01); meaningful activities (r = 0,360, p < 0,01); recovery (r = 0,294, p < 0,01); and hope (r = 0,333, p < 0,05).

After applying the Bonferroni correction (p < 0,005), significant positive relationships were observed between meaningful employment and the personal recovery scale (p = 0,003); hope (p = 0,004); life satisfaction (p = 0,002); perceived social support (p = 0,005); and empowerment (p = 0,001). The correlation coefficients with meaningful activities are presented in Table 4.


TABLE 4 Correlation coefficients with meaningful activities (n = 59).
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4. Discussion

The work addresses a topic of special relevance in the context of Catalonia (28), given a problem of global interest: the care of the person in an integral and holistic way (1–3, 19, 20). The document has identified quality indicators aimed at personal recovery (21). We believe that despite the small sample in which the project has impacted, the study facilitates the promotion of health and social integration experiences. Especially in semi-urban and rural environments, which are the usual norm except for the metropolitan area of Barcelona.

Our article contributes to the construction of evidence and to consolidate the paradigm of personal recovery in comprehensive care in Catalonia. There is evidence of the recovery model that is in tune with the results obtained (40, 41). People in recovery must be involved in all aspects and phases of the process. Thus, recovery-oriented care is characterized by:


	(1)Contemplating the promotion of a positive self-concept and identity;

	(2)The development of a life project beyond the mental health problem;

	(3)With the hope of being able to carry it out;

	(4)The promotion of self-responsibility regarding both the life project and its therapeutic process;

	(5)Facilitating the creation of support and a social network;

	(6)Providing tools and fostering skills to manage the disease; and

	(7)Increase resilience to stressful life situations and the stigma associated with the disease (42).



All human beings are occupational beings who interact in an environment. One of the objectives of all humans is to develop occupations that are interesting to us and afford value to our existence. The results obtained in this study are in line with those of Meyer (precursor of occupational therapy), who noted the need to accompany the person through meaningful occupations (43). Contemporary authors, such as Simó-Algado and Guzmán (44), have emphasized the need to weave a life project through meaningful occupations.


4.1. In search of meaningful activities

Hope in moments of fragility is a transformative mechanism that promotes change and recovery, and is a pillar of the personal recovery model. Many individuals with mental health problems show confusion in the initial phases, families lack tools and the associated stigma in our communities has an impact on the recovery process (45).

Studies such as the one by Nuslang commented on the need to incorporate hope as a central element of the intervention (46), and in the pilot peer to peer test, the participants’ narratives highlighted the importance of having a meaningful occupation (47).

However, how do we promote it in our services? In the study by Hayes (48), the levels of hope between the community population and people with mental health problems were compared, obtaining significantly lower results in the study group. The conclusions they reached is that it is difficult to foster hope if the person with mental health problems has serious symptoms.

Next, we reflected on how we can generate a feeling of hope in people. As we observed in our systematic review, mutual support networks, sharing with an equal weight, are a cross element (49). MOSAIC promotes an occupational environment in which to share and forge bonds and increase social support networks. Another important aspect that the research has shown is the impact of meaningful occupations on the perception of quality of life and resilience of the participants. Both aspects have a great impact on the recovery process and are interrelated. In a study carried out in Canada (50), a direct relationship was observed: the higher the quality of life, the higher the levels of resilience. In addition, Hadebe and Ramakumba noted the importance of social networks, which influence a greater resilience in people (51).

Participation in meaningful occupations affords meaning to the recovery process and promotes resilience strategies in the face of a possible traumatic situation (52). Additionally, we found studies that support the results regarding the existing correlation between EMAS and the perception of self-efficacy (53).

This is fully consistent with the MOSAIC project and the need to establish integration processes between health and social services. It is also an opportunity to generate multidisciplinary projects and interventions, with professionals who carry in their essence a critical reflection on their praxis. These new figures are essential, as we showed, to promote an atmosphere of hope in the recovery process (54).

In addition, the construction of a meaningful life process based on meaningful occupations is key, not only because it gives hope (the basis of recovery), but also because it is essential for the person to develop full citizenship and contribute to their society as a citizen of law (55). The exercise of citizenship entails the freedom to participate in society and to be able to decide one’s life. A dignified life for each person and that corresponds to the possibilities of personal fulfillment and access to opportunities to live in health. It is a process of construction of identity and belonging (13, 26, 29).

A transcendental factor to promote full citizenship, and personal recovery, is to co-create together with the community. Studies such as the systematic review of Chan et al. (20) strongly recommend generating synergies with community assets. For this, it is essential to co-create community mental health interventions (26, 27) with the objective that people become health assets. Participating in the community and having a meaningful life project is a human right (25, 30).



4.2. Limitations

The present study has, of course, some limitations. The first of these is the small sample size. Mosaic’s target population is a small n (compared to the studies cited), and the number of participants with inclusion criteria is low. This is related to the reference population of the different services that participate in Mosaic. Another situation that marked (and surely conditioned the study) was the COVID19 pandemic. The data collection process was inactive for a few weeks due to the impossibility of monitoring. This means that not all participants are in the same recovery process.



4.3. Recommendations for practice and research

In the midst of a debate on the reformulation of the mental health care system for citizens, this study shows a case of success in the territory. The results obtained are a weighty argument to replicate and generate more integration experiences. The potentiality of relevant activities (significant occupations) with the personal recovery process indicates the need to plan interventions from a holistic and comprehensive perspective.

Future research needs to quantify the impact of the intervention on the outcomes described. The project lays the foundations for an RCT, which will make it possible to build evidence around integration processes from a perspective of personal recovery in mental health. RCTs of mixed methods are recommended that allow the triangulation of the results and a better understanding of the reality analyzed. Finally, it is crucial to incorporate the perspective of territorial equity and propose projects in urban areas with high population density.




5. Conclusions

These data indicate that the number of meaningful activities is strongly associated with variables related to the process of personal recovery from mental health problems. Subsequent studies should determine the functional weight of these variables in the performance of significant occupations.

The integration process of MOSAIC confirms the need to accompany the recovery processes through significant occupations. Variables, such as hope and resilience, are pillars in the personal recovery model, both closely related to the performance of meaningful occupations.

Finally, we highlighted the processes of social and health integration as an opportunity to include professionals with a critical vision (occupational therapists and social workers) and complement the prevailing clinical view of the health system.

The study has connected significant occupation as a human right to exercise full citizenship, in which hope is the pillar of personal recovery.
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Background: Due to demographic change and staff shortages nurses suffer under high work strain. As a consequence, caregivers' absenteeism due to mental stress, in particular burnout, is high. To explain the development of nurses' burnout more research is needed on nurses' individual resources and coping strategies. Self-endangering is a potentially harmful coping strategy.



Objective: To expand the perspective of the Job Demand-Resources Model by including caregivers' intraindividual resources and the coping construct of self-endangering as a mediator between personal resources and nurses' emotional exhaustion.



Methods: A longitudinal questionnaire survey was conducted between July 2020—March 2021 among nurses in long-term care in Germany. The final analysis sample consisted of wave 1 = 416 and wave 1,2 = 50. Data were analysed by a multiverse analytic strategy using regression analysis with measurement repetition and cross-lagged-panel design for waves one and two. Variables used for regression analysis and cross-lagged-panel were: Independent variables: An altruistic job motivation, team identification and self-esteem, dependent variables: Exhaustion and disengagement, and mediators: Self-endangering cognitions and behavior tendencies.



Results: A highly altruistic job motivation leads to more self-endangering cognitions and to more self-endangering behavior tendencies. Mixed model analysis and cross-sectional path analysis confirmed mediation effects from altruism over self-endangering to exhaustion.



Conclusion: Our findings are at odds with some research findings about altruism in nursing, such that too much altruism can lead to harmful self-endangering. We also introduce a new instrument to capture self-endangering in nursing care. Future research should investigate various facets of self-endangering in nursing. We assume that leadership behavior could have influence on self-endangering. New health policy structures are needed to improve working conditions in nursing and thus prevent self-endangering.
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Introduction

Even before the coronavirus disease (COVID-19) pandemic, there was a known global shortage of nursing staff in the health care system (1). Nevertheless, the pandemic has made it even clearer: The staff shortage in nursing as a result of overwork and poor working conditions is enormous. Further, the pandemic put nurses under overwhelming pressure and in consequence has led to increasing numbers of nurses leaving the profession (2). As a result of nurses' working conditions, the increased workload, and extra work due to a lack of staff, burnout is rampant (3), and there is mass trauma among nurses (4). In addition, the number of people in need of care has been rising for years; this development alone has resulted in an increasing demand for nurses in the coming decades (1).

Due to these and future developments in the health care system, the importance of a motivated and healthy nursing staff is greater than ever, because this is the only way to meet the demographic challenges. What can be done to protect the mental health of remaining nurses and to maintain their ability to work?

Shift work, frequent overtime and filling in on days off, and the difficulty of separating oneself from work (5) are just a few examples of the highly demanding working conditions in nursing. Due to this, nurses need to have very high levels of self-directed action, communication skills, and self-organization abilities (6), which is why both individual prevention and organization of work are particularly important in protecting nurses' health. Various research projects have already developed prevention action guidelines and training programs for individual resources (7) and organization structures (8) in everyday nursing care, such as in Germany “Working happily and healthy in geriatric care” (8), “Healthy working conditions in care facilities” (8), “Care for caregivers: Development and anchoring of an empathy-based relief concept in care work (empCARE)” (7). However, considering the still high number of stresses, absenteeism from work due to mental disorders (9), and career interruptions (2), the question arises as to what care institutions are aware of, using, and successfully implementing these programs and guidelines. We therefore argue that the continuous high level of nurses' burnout (3) as a result of high demands calls for new strategies in dealing with the challenges for nurses and care organizations that go beyond previous findings in the area of demands and resources.

Regarding individual resources, studies have found that organizational interventions that ignore nurses' individual factors cannot sustainably reduce exhaustion and that coping strategies and improving nurses' resilience are important for decreasing burnout (10). As for other individual factors, recent studies found that although being altruistically motivated (11) or highly identified with the team (12) leads to improvements in nurses' burnout, qualitative results show divergent trends (13).

By considering self-endangering as an important coping strategy in nursing, we see great potential for a broader perspective for nurses' training programs (13). Self-endangering is a coping strategy when employees are confronted with high workloads and demands for self-organization; the strategy is functional for reaching work goals but dysfunctional for health (14). There are only few studies available on the long-term effects of self-endangering, but Baeriswyl et al. (2014) (15) found detrimental effects on teachers' well-being, and Knecht et al. (2017) (16) found that self-endangering work behaviors might partly explain the association between work demands and exhaustion.

We hope to contribute to research on nurses' occupational health by expanding the job demands-resources model (JD-R) (17) to include personal characteristics and the construct of self-endangering as a mediator between personal resources and nurses' emotional exhaustion. We thus hope that our results can also help make interventions for caregivers more effective by addressing individual characteristics and needs and strengthening coping strategies.

We investigated our hypotheses in a three-wave questionnaire survey of nurses in long-term care in Germany from June 2020 to April 2021. For this, we contacted nursing homes in Germany about participating in the study and in addition shared the online questionnaire link in various social media nursing groups.

For predicting employees' exhaustion, the JD-R theory appears relevant. According to the JD-R, job characteristics consist of two dimensions, job resources and job demands (18). Job demands in nursing are in general work pressure, work time or staff capacities, and emotional demands, such as having to deal with death and dying or generally to interact with patients and relatives (19). Meaningful job resources in nursing are social relations, management support, decision latitude, and task significance (19).

As personality patterns and coping strategies (20, 21) have a potentially great influence on the way people deal with stress, such that based on the transactional stress theory, coping reactions mediate the effect of stress on well-being (22), a nursing specific demand-resources model emphasizes the effects of individual characteristics and resources and the coping strategy self-endangering (13).


Antecedents of self-endangering in nursing care

Self-endangering work behavior can be understood as a coping strategy in highly demanding working situations (14). It is defined as “actions that aim to deal with work-related demands but simultaneously increase the likelihood of health problems and impede necessary recovery from work-related stress” (14).

We understand self-endangering in nursing as self-sacrificing cognitions and behavior, such that nurses have their “own inner beliefs with regard to having a moral obligation to fill in for colleagues at the expense of their own health” and in consequence have a “diminished ability to say no when asked to fill in or to do work overtime” (13). Therefore, self-endangering in nursing is a coping strategy for dealing with high demands in nursing care based on nurses' individual attitudes and values and personality traits, which in the long term worsens psychological well-being.

Although an interest in professional success justifies self-endangering behavior in the previous research (23), in the field of elderly care we posit that job motives and individual attitudes and values are the reasons for nurses' self-endangering. Altruism is nurses' most important work value (24–26), but recent research postulates improvements in nurses' burnout symptoms with altruistic work values (11). However, studies also found that in the sense of moral stress (27), the gap between professional ideals and working reality may lead to burnout (28, 29). We assume this gap between nurses' altruistic motives and the working conditions that do not allow helping others adequately. We conclude that: altruistic job motivation is highly pronounced in nurses (24–26), and the highly demanding working situation leads nurses to neglect their own health and go beyond their own boundaries because they focus on others and helping others and not themselves.

Based on these findings, we formulated the following hypotheses:


	Hypothesis 1a: Altruistic job motivation affects self-endangering cognitions such that more altruism increases self-endangering cognitions.

	Hypothesis 1b: Altruistic job motivation affects self-endangering behavior such that more altruism increases self-endangering behavior.



As a result of self-endangering developments in organizations, employees want their colleagues to reach the same degree of performance and engagement when working goals are based on team levels (23). We understand the working goal in nursing to be the patients' healing or caring process, so in consequence, due to shift systems and interdisciplinary cooperation, this can only be done through the joint work of the team. Here, the team or organization is the nurses' social identification (30), which is defined as “the positive emotional valuation of the relationship between self and ingroup” (31). As nurses often have to work 12 days in a row, they spend a lot of time with their teammates, and as the work content is often emotionally demanding, we assume a special connection between colleagues. And as a result of difficult working conditions, failures in care are very common (9). Peer pressure in cases of absences is especially high when organizations give employees the feeling that illnesses are not tolerated or when they do not provide temporary staff to fill in for personnel (23). We postulate that, when a nurse who identifies strongly with the team is asked to fill in, the probability that they cannot say no is very high, because, first, out of the emotional valuation of the relationship they feel a strong responsibility for their colleagues' well-being and, second, they might think that filling in for others is a necessary part of the team relationship. Of course, we could also assume an inverted u-shaped course at this point, such that low and high levels of team identification result in low levels of self-endangering and only a middle level of team identification results in high levels of self-endangering. However, due to social identification theories, we assume a linear progression and formulated the following hypotheses:


	Hypothesis 2a: Team identification affects self-endangering cognitions such that more team-identification increases self-endangering cognitions.

	Hypothesis 2b: Team identification affects self-endangering behavior such that more team-identification increases self-endangering behavior.



As described above, we posit that social identification plays a special role in the context of nursing. In addition to nurses' identification with their team, we consider social identity, as group-relevant behaviors are associated with an individual's self-definition (32). According to social identity theory, people strive for the establishment or enhancement of positive self-esteem and a part of a person's self-concept is based upon the person's group memberships (32). Based on these assumptions, we postulate that caregivers strive for positive self-esteem by being part of caring memberships characterized by relationships with residents and colleagues. If self-esteem is generally rather low, we see a potential risk for the nurses' well- being, as it could drive them to find their self-esteem affirmation in this group affiliation. If part of the nurses' work motivation is to strengthen their own self-esteem, it is obvious from our point of view that nurses cannot say no and have a guilty conscience if they do not fill in in cases of absences. A study in Poland found that self-esteem is a predictor for professional burnout in nursing and a key factor for preventing nurses' burnout (33). In line with previous research we therefore argue that the more nurses use their work to enhance their self-worth and feel validated, the more they will be willing to exceed their own health limits and show self-endangering:


	Hypothesis 3a: Self-esteem affects self-endangering cognitions such that less self-esteem increases self-endangering cognitions.

	Hypothesis 3b: Self-esteem affects self-endangering behavior such that less self-esteem increases self-endangering behavior.





Self-endangering and burnout in nursing care

Due to ongoing demographic changes and the additional shortage of skilled workers in nursing, the ever-decreasing number of existing nurses must care for the ever-increasing group of people requiring nursing care (34). In the long term, this intensification of work leads to work strain, so it is not surprising that a study revealed “body postures, handling heavy loads, time pressure, deadlines and pressure to perform as the main burdens” of nurses in geriatric care (35). Nurses’ objective workload and their subjective perception of stress are above average compared to other occupational groups (28). Recent studies revealed that burnout is rampart among nurses (3, 36, 37), especially nurses in long-term care (38).

Based on the Oldenburger Burnout Inventory (OLBI) (39) the construct of burnout includes two core dimensions—exhaustion and disengagement from work—and covers affective, physical, and cognitive aspects. As we define self-endangering cognitions as “the nurses’ own inner beliefs with regard to having a moral obligation to fill in for colleagues at the expense of their own health” (13) and behavior “as the nurses’ missing ability to say no when asked to fill in or to do work overtime” (13), we postulate that nurses tend to go beyond their boundaries when filling in for others or doing extra work and that this is harmful to their health. We assume that this results in the long term in emotional exhaustion, as personal resources are depleted:


	Hypothesis 4a: Self-endangering cognitions affect emotional exhaustion such that more self-endangering cognitions increase exhaustion.

	Hypothesis 4b: Self-endangering behavior affects emotional exhaustion such that more self-endangering behavior increases exhaustion.



Work values influence the emotional exhaustion dimension of burnout (40), in that altruistic work values improve nurses' burnout symptoms (11). In contrast, we also found evidence for negative effects of being highly altruistically motivated or strongly identified with the team in the context of nursing (13). Although being altruistically motivated may lead to a high sense of meaning and value at work (41), we see altruistic job motivation more as a risk factor, in the sense that caregivers go beyond their own limits (self-endangering) and become exhausted in the long term.

As nurses frequently practice self-sacrificing (42–44) and this is associated with burnout (43), the question arises to why nurses show self-endangering so frequently when it is so harmful to their health. We see great potential in clarifying these questions and contradictions by evaluating self-endangering as a mediator in the context of nurses’ individual resources and demands and burnout. We formulated the following hypotheses:


	Hypothesis 5a: Self-endangering cognitions mediate the relationship between altruistic job values and burnout.

	Hypothesis 5b: Self-endangering behavior mediates the relationship between altruistic job values and burnout.



In line with previous findings on the positive effect of altruistic work values, team identification is also positively associated with health (12). The effect is particularly positive when employees help others cope with stressful events and thereby reduce their negative experience of stress (12), which we assume is especially the case in caring professions. Contrary to these findings, we found indications for a negative impact, such that strong identification with the team leads to self-endangering in highly demanding working situations and this leads in the long term to emotional exhaustion. We therefore hypothesized:


	Hypothesis 6a: Self-endangering cognitions mediate the relationship between team identification and burnout.

	Hypothesis 6b: Self-endangering behavior mediates the relationship between team identification and burnout.



Although to our knowledge no study has investigated the concept of self-endangering in nursing, self-sacrificing practices in nursing is probably frequent (42–44) and there is an association between nurses' self-sacrificing and burnout (43). It therefore seems necessary to take a closer look at the interrelationships in quantitative terms.




Methods


Sample

We collected data from nurses working in nursing homes and outpatient care services located in Germany in three follow-up waves over a period of nine months from June 2020 to March 2021. For this purpose, we recruited nursing homes for onsite paper-pencil surveys, and we also shared the link to an online survey in social media, e.g., facebook nursing groups and LinkedIn. Each participant created a unique ID and we tracked them over all three measurement points, so participants were the same over all three waves.

The original dataset consisted of 426 individuals at the first wave (starting in June 2020), 52 at the second (starting in November 2020) and 35 at the third wave (starting in January 2021). After we cleaned the data for missing code allocation information and double participation, the analysis sample consisted of wave 1 = 416, wave 1,2 = 50, wave 1,2,3 = 26.

The sample description below refers to the 416 participants who completed the first wave (Table 1). The majority of participants were women (85.33%), and nearly 60% of participants had at least one child. The majority of participants were aged 36–40 years; 87.5% were nurses, and of these 75% were registered nurses. More than half worked in stationary care, and most had worked for 3–5 years at their current organization. The majority of participants had worked for more than 10 years in their profession; 29.80% had a leadership position in the nursing home.


TABLE 1 Sample variables from measurement time 1.
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Procedure

We developed a paper-pencil questionnaire as well as an online version and received ethical approval from University's IRB (institutional review board). We used a voluntary response sampling method, such that we contacted several nursing homes in Germany that we knew from various care projects and asked for their participation. Participating nursing homes could choose whether to use the paper-pencil or the online questionnaire. If the paper-pencil version was requested, we provided a locked box for collecting the questionnaires. The nursing homes' employees could voluntarily decide whether they wanted to participate in the survey.

In addition, we published the online link in multiple social media platforms, e.g., Facebook nursing groups, LinkedIn, and Xing. We informed participants about the aims and background of the study and, in the online version, about the university's privacy and data protection policy. The policy conforms to European and German data protection regulations and was deposited online for participants. Before starting the survey, participants had to give their consent and confirm that they were at least 18 years old. Each participant was asked to generate a pseudonym code. Upon finishing the questionnaire, participants were asked to voluntarily provide their email address for participating in further follow-ups. We stored the email addresses independently from the survey data. All questionnaires were time-stamped.



Measures


Burnout

We assessed burnout with the Oldenburger Burnout Inventory (OLBI) (39) using the exhaustion and disengagement dimensions. The OLBI consists of 16 items; eight items measure the exhaustion dimension of burnout, and eight items measure the disengagement dimension. Responses ranged from 1 (strong rejection) to 4 (strong approval). Internal validity for exhaustion was high (8 items, ωtotal1,2,3 = .90, .93, .94). Internal validity for disengagement was high (8 items, ωtotal1,2,3 = .88, .90, .93). To allow easy interpretation of the results we recoded the inverted items.



Self-endangering

Based on our experiences in qualitative research on self-self-endangering in nursing (blinded for peer review) we developed 14 items for self-endangering behavior that we divided into five facets: behavior trends (4 items, e.g., “If a duty shift needs to be covered, I would step in to save my colleagues’ weekend/day off.”), behavior (2 items, e.g., “In the last four weeks I have been asked to fill in for other colleagues”), behavior towards whom (2 items, e.g., “I find it difficult to say no to my superiors when I have to stand in for other colleagues”), distance (2 items, e.g., “I have a hard time saying no on the phone when asked if I can fill in”), and expectations of colleagues (4 items, e.g., “If a service needs to be covered, I expect my colleagues to step in to make sure the residents are well taken care of”). Responses ranged from 1 (not true at all) to 5 (totally true). Internal validity for self-endangering behavior was high (3items, ωtotal1,2,3 = .80, .86, .86).

To measure self-endangering cognitions we developed three items for self-endangering cognitions, e.g., “I feel guilty towards my colleagues if I do not fill in”. Internal validity was high (3 items, ωtotal1,2,3 = .75, .73, .84).



Altruistic values

We assessed altruistic job values using the adapted short version of the Dutch version of the Work Importance Study instrument developed by Coetsier and Claes (1990) (45), e.g., “I think it's important to have a job where I can help other people”. Responses ranged from 1 (totally unimportant) to 5 (totally important). Internal validity was high (7 items, ωtotal1,2,3 = .88, .90, .91).



Identification with the team, the organization, the profession, occupational activity, and the leader

We assessed identification (with the team, organization, profession, occupational activity, and the leader) with the Four Item Measure of Social Identification (FISI) (31), e.g., “I identify with my team.” Responses ranged from 1 (not at all true) to 7 (very true of me). Internal validity was high (6 items, ωtotal1,2,3 = .90, .92, .90).



Self-worth

We assessed self-worth with the German version of the Single-Item Self-Esteem Scale (G- SISE) (46), e.g., “I have high self-esteem” .Responses ranged from 1 (not at all true) to 5 (very true of me).




Exploratory and confirmatory factor analysis

As recommended in Standards for Educational and Psychological Testing (47), we performed exploratory factor analysis (EFA) and confirmatory factor analysis (CFA). We therefore randomly split the dataset from wave one into subsets A (N = 200) and B (N = 226). We used subset A for conducting the exploratory and confirmatory factor analysis and subset B for testing our hypotheses.



Exploratory factor analysis

For determining the numbers of factors, we used parallel analysis (PA) and the comparison data approach (CD), as Goretzko et al. (2021) (48) recommended avoiding MAP-test or Kaiser-Guttmann rule as a criterion. The PA using minimum rank factor analysis (MRFA) (49) resulted in three factors. The CD approach (50) suggested six factors. Due to the different results, we calculated analyses for both numbers of factors and subsequently compared the respective model fit.

As the data did not meet the criteria for normally distributed data, we used EFA using weighted least squares (WLS) (48). As the factors were assumed to be correlated, we used oblique rotation methods (51), e.g., oblimin and promax (48). The five factors solution (RMSEA 90% interval = 0.122–0.154) showed a better fit than the six factors solution (RMSEA 90% interval = 0.122–0.160) and the three factors solution (RMSEA 90% interval = 0.167–0.195).

The analysis for the five factors solution yielded a structure with item loadings from 0.52 to 0.96. Each item highly loaded on one factor, whereas one item cross loaded above 0.32 on two factors. We therefore deleted this item for rerunning EFA (52). Further analyses showed additional cross loadings above.32, so we deleted two more items. After deleting the three items, the PA using minimum rank factor analysis (MRFA) (49) resulted in three factors. The comparison data approach (50) suggested four factors. The four factors solution (RMSEA 90% interval = 0.114–0.157) showed a better fit than the three factors solution (RMSEA 90% interval = 0.157–0.193). The analysis for the four factors solution yielded a structure with item loadings from 0.50 to 0.96, and each item highly loaded on one factor (Table 2). Table 2 presents factor intercorrelations.


TABLE 2 Intercorrelations among the factors of self-endangering and exploratory factor analysis using weighted least squares and oblimin rotation: factor loadings of the four factors of self-endangering (after deletion of three items due to crossloadings above 32).
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Confirmatory factor analysis

Due to the different results of PA and the CD approach, we performed CFA for the four and the three factors solution (Table 3). The four factors solution (RMSEA 90% interval = 0.046–0.085, df = 71.000, χ2 = 123.568, CFI = .954, SRMR = .066) showed a better fit than the three factors solution (RMSEA 90% interval = 0.091–0.123, df = 74.000, χ2 = 218.273, CFI = .875, SRMR = .087). A model comparative ANOVA showed that the three-factor model fit significantly worse than the four-factor model, χ2 = 218.27, p < .001, Δ AIC = 88.7.


TABLE 3 Results of confirmatory factor analysis for the relationships among the facets of self-endangering (after deletion of three items due to crossloadings above 32).
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After EFA and CFA, the final version of self-endangering behavior tendency consisted of two items, and self-endangering cognitions consisted of six items. Internal validity for self-endangering behavior tendency was high (2 items, ωtotal1 = .90). Internal validity for self-endangering cognitions was high (6 items, ωtotal1 = .91). See the supplemental online file for the final version of the self-endangering questionnaire.



Analytic strategy

To test our hypotheses, we originally wanted to calculate longitudinal mediation analyses using the independent variables (e.g., altruism, team identification, and self-worth) from wave 1, the mediation variables (e.g., subscales of self-endangering) from wave 2, and the dependent variable (e.g., burnout exhaustion) from wave 3. An a priori power analysis resulted in a sample size of 138. Due to the global COVID-19 pandemic in 2020 and 2021, our sample size decreased from wave one with 416 participants (July to August 2020) to 35 participants in wave three (January to March 2021). Therefore, a longitudinal evaluation including all three measurement points was no longer advisable.

In order to still gain maximum information from the collected data, we used a multiverse analytic strategy (53). We selected two approaches to test our hypothesis: (1) regression analysis with measurement repetition, and (2) cross-lagged panel design for waves 1 and 2. We conducted all analyses with RStudio Version 1.3.959 (54).

We provide descriptive statistics for the variables that describe the sample and the workstrain context of the participants in more detail in an additional online appendix: workload, emotional dissonance, psychological detachment, and self-care. Further, we describe descriptive statistics for the independent variables (IV), dependent variables (DV) and mediation variables (MV). To test hypothesis, we provide regression analysis statistics and path analysis models for variables: IV—altruism, team identification, self-esteem; DV—exhaustion and disengagement; and mediators—self-endangering cognitions and behavior tendencies.




Results


Descriptive statistics

Table 4 shows descriptive statistics and correlations among independent and dependent variables and mediators.


TABLE 4 Descriptive statistics and correlations Among independent and dependent variables and mediators From analysis sample From Measurement time 1.
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Regression analysis

To test hypotheses 1a—6b we computed a multiple regression model with repeated measurements. Due to the longitudinal design, the model had two levels, with individuals' repeated measurements nested in individuals. We followed recommendations by Bliese (2002, 2016) (55, 56) and calculated intraclass correlations (ICCs) (57) to test for potential non-independence justified by the hierarchical structure of the data, for exhaustion and disengagement (dependent variables) and self-endangering cognitions and behavior tendency (mediating variables).

Exhaustion was non independent in individuals, ICC(1) = .56, F(215, 75) = 2.75, p < .001. Individuals were also somewhat distinguishable by their average level of exhaustion, ICC(2) = .63. Disengagement was non independent in individuals, ICC(1) = .66, F(215, 75) = 3.60, p < .001. Individuals were also distinguishable by their average level of disengagement, ICC(2) = .72. Self-endangering cognitions were non independent in individuals, ICC(1) = .67, F(214, 73) = 3.78, p < .001. Individuals were also distinguishable by their average level of self-endangering cognition, ICC(2) = .73. Self-endangering behavior tendency was non independent in individuals, ICC(1) = .71, F(215, 77) = 4.40, p < .001. Individuals were also distinguishable by their average level of self-endangering behavior tendency, ICC(2) = .77. We tested our hypotheses with multilevel modeling.

We explored the random effect structure by testing random intercept models for the dependent variables exhaustion and disengagement and the mediators self-endangering cognitions and behavior tendency and measurement time as the independent variable. The calculation of random intercept and slope models was not possible, because too few people participated in several measurement points. We therefore tested the hypotheses with random intercept models using mean centered predictor variables.



Hypotheses tests using mixed models

Hypothesis 1 proposed that altruistic job motivation is positively related to self-endangering cognitions and self-endangering behavior tendency. To test, we investigated model 3 and 4; see Table 5. Tests revealed a significant effect of altruism on self-endangering cognitions, b = 0.47, 95% CI = [0.30, 0.63], and on self-endangering behavior tendency, b = 0.54, 95% CI = [0.36, 0.71].


TABLE 5 Mixed models regressing repeated within-person measures of dependent variables and mediators on study variables.
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Hypothesis 2 proposed that team identification is positively related to self-endangering cognitions and self-endangering behavior tendency. To test, we investigated model 3 and 4; see Table 5. There was no significant effect of team identification on self-endangering cognitions, b = −0.02, 95% CI = [−0.10, 0.05], but a significant effect of team identification on self-endangering behavior tendency, b = 0.11, 95% CI = [0.02, 0.19].

Hypothesis 3 proposed that self-esteem is negatively related to self-endangering cognitions and self-endangering behavior tendency. To test, we investigated model 3 and 4; see Table 5. There was a significant negative effect of self-esteem on self-endangering cognitions, b = −0.39, 95% CI = [−0.50, −0.28], but no significant effect of self-esteem on self-endangering behavior tendency, b = −0.01, 95% CI = [−0.14, 0.09].

Hypothesis 4 proposed that self-endangering cognitions and behavior tendency are positively related to emotional exhaustion. To test, we investigated model 5, see Table 6. This revealed a significant positive effect of self-endangering cognitions on emotional exhaustion, b = 0.19, 95% CI = [0.12, 0.26], and a significant negative effect of self-endangering behavior tendency on emotional exhaustion, b = −0.08, 95% CI = [−0.14, −0.01].


TABLE 6 Mixed models regressing repeated within-person measures of dependent variables on mediators and independent variables.
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Hypothesis 5a/b proposed that self-endangering cognitions/behavior tendency mediate the relationship between altruistic job values and burnout. To test, we investigated mediation modeling; see Table 7. We found a significant indirect effect from altruism over self-endangering cognitions to exhaustion, b = 0.092, 95% CI = [0.04; 0.14] and from altruism over self-endangering behavior tendency to exhaustion, b = −0.044, 95% CI = [−0.08; −0.01].


TABLE 7 Unstandardized coefficients, confidence intervals and p values of mixed models for mediation effects.
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Hypothesis 6a/b proposed that self-endangering cognitions/behavior tendency mediate the relationship between team identification and burnout. To test, we investigated mediation modeling; see Table 7. We found no significant indirect effect from team identification over self-endangering cognitions to exhaustion, b = 0.005, 95% CI = [−0.022; 0.01], but a significant indirect effect from team identification over self-endangering behavior tendency to exhaustion, b = −0.008, 95% CI = [−0.02; 0.00].



Hypothesis tests using path analysis models


Cross-sectional data

The tested model showed that the model had been exactly identified (df = 0), which is why we could not determine the model fit. We found a significant positive association between altruism and self-endangering cognitions (b = 0.43, p < .001) and self-endangering behavior tendency: More altruism led to more self-endangering cognitions and behavior tendency. Hypothesis 1a and 1b were thus confirmed.

We found non-significant associations between team identification and self-endangering cognitions (b = 0.002, p = .97) and self-endangering behavior tendency (b = 0.09, p = .06). Hypotheses 2a and 2b were not confirmed.

Hypothesis 3a was confirmed, as we found a negative significant association between self-esteem and self-endangering cognitions (b = −.43, p < .001): Lower self-esteem led to more self-endangering cognitions. We found a non-significant association between self-esteem and self-endangering behavior tendency (b = −.05, p = .43). Hypothesis 3b had to be rejected.

Hypothesis 4a and 4b proposed that self-endangering cognitions and behavior tendency are positively related to emotional exhaustion. Hypothesis 4a was confirmed. We found a significant positive association between self-endangering cognitions and exhaustion, (b = 0.20, p < .001), but a significant negative association between self-endangering behavior tendency and exhaustion (b = −.09, p = .01). This means that more self-endangering cognitions led to more exhaustion and that less self-endangering behavior tendency led to more exhaustion.

Hypothesis 5a and 5b proposed that self-endangering cognitions and behavior tendency mediate the relationship between altruistic job values and burnout. The analysis revealed that the hypothesized positive indirect effect of altruism on exhaustion mediated by self-endangering cognitions was significant (b = 0.09, p = .003) and contrary to our hypothesis we found a negative indirect effect of altruism on exhaustion mediated by self-endangering behavior tendency was significant (b = −.04, p = .04).

Hypothesis 6a and 6b proposed that self-endangering cognitions and behavior tendency mediate the relationship between team identification and exhaustion. The analysis revealed that the hypothesized positive indirect effect of team identification on exhaustion mediated by self-endangering cognitions was not significant (b = 0.00, p = .97). Further, the analysis revealed that the hypothesized positive indirect effect of team identification on exhaustion mediated by self-endangering behavior tendency was not significant (b = 0.01, p = .13).

Additionally, we found a significant indirect effect of self-esteem on exhaustion mediated by self-endangering cognitions (b = −.08, p = .001) (Figure 1).
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FIGURE 1
Cross sectional hypotheses testing using path analysis models (N = 217). Bootstrapped 10,000 times. * indicates p < .05. ** indicates p < .01. *** indicates p < .001.




Longitudinal data

The tested model showed that the model had been exactly identified (df = 0), which is why we could not determine the model fit. The same as with the cross-sectional data, hypotheses 1a, 1b, and 3a were confirmed, and hypotheses 2a, 2b, 3b, and 4b were rejected. Again, hypotheses 4a was confirmed: Self-endangering cognitions were positively related to emotional exhaustion and behavior tendency negatively to emotional exhaustion. In contrast to the cross-sectional data, the mediation hypotheses were not confirmed in the longitudinal design (Figure 2).
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FIGURE 2
Longitudinal hypotheses testing using path analysis models. Bootstrapped 10,000 times. * indicates p < .05. ** indicates p < .01. *** indicates p < .001.






Discussion

Our study investigated the effects of altruism, team identification, and self-esteem on exhaustion mediated by self-endangering cognitions and self-endangering behavior tendency in nurses working in elderly care in Germany. Our findings show that high altruism, regardless of the analysis method and the use of longitudinal or cross-sectional data, leads, in line with hypothesis 1a and 1b, to more self-endangering cognitions and to a higher self-endangering behavior tendency. Mixed model analysis and cross-sectional path analysis also confirmed the assumed mediation effects from altruism over self-endangering cognitions to exhaustion (hypothesis 5a). In contrast to a previous research finding that high intrinsic and altruistic work values reduced nurses' burnout (11), based on our findings there is a major health risk for nurses with high altruistic values and low ability to say no under the given circumstances in care. If the care system made it possible to care for the residents in line with nurses' own “helping values”, we believe an intrinsic and altruistic motivation could improve the level of identification and meaningfulness in work. Given the terrible nursing staff situation in care, the development of a reliable plan for covering staff absences is currently unavoidable. A system has developed in which caregivers constantly experience moral imbalance and at the same time feel compelled not to leave their team and the residents in the lurch. In line with research on negative impacts of moral distress, e.g., moral distress increases burnout and dissatisfaction (58, 59), we assume there are heavy burdens on mental health, especially for this group of professionals, who show a high willingness to take on responsibility (60). We believe there is a great need to develop the skill of detached concern, defined as an emotion-regulating individual resource that leads to finding a balance between empathic concern and sufficient detachment (61). Detached concern could help nurses experience themselves as self-effective and the work as meaningful and above all increase their well-being (61). Contrary to assumptions (hypothesis 5b), longitudinal regression and cross-sectional path analysis and revealed an indirect negative effect of altruism on exhaustion mediated by self-endangering behavior tendency. We can imagine that as all analysis revealed negative relations for the subscale self-endangering behavior tendency one reason for the contradictory findings lies within the operationalization of the subscale. As we only could measure behavior tendency and not the actual behavior, e.g., frequency of actual substitution and actual overtime, we could not examine possible effects by, for example, reduced opportunities for recovery which then also increase exhaustion. Additionally, we can imagine, that, in particular, the cognitive facet of self-endangering has harmful effects, rather than the behavior or behavior tendencies, because since, for example, a bad conscience can arise even if nurses fill in, in case of absenteeism.

Considering hypothesis 2, we could only find some initial indications for positive effects from team identification to self-endangering behavior tendency: Stronger team-identification leads to a higher behavior tendency in our mixed model. Contrary to our hypothesis, self-endangering behavior tendency is negatively related to exhaustion, which means that a lower behavior tendency leads to higher exhaustion. This finding is contradictory, as we expected that a high moral commitment to the team would lead to a greater willingness to fill in for colleagues, but that this would also lead to more exhaustion. We suspect that one explanation lies in the operationalization of the construct of team-identification which only include one item. We can imagine that the wording of this item does not fit enough for the context of nursing. As analyzed in previous research (blinded for peer-review) nurses might feel high sense of duty towards their colleagues and are very sensitive to the extra work that is required for colleagues. However, nurses might not talk about “identifying” with their team or colleagues rather than feeling responsible.

Additionally, again the operationalization of the construct self-endangering behavior tendency might be difficult. Originally, we wanted to test this hypothesis using actual behavior, e.g., frequency of filling in for others, because it is obvious that people who fill in more often are working more, have less time for recovery, and are therefore more vulnerable to exhaustion. Further research should investigate this hypothesis using actual behavior frequency in a longitudinal study design. As we know that detached concern can lead to better health, nurses' identification with residents and patients should be investigated in future studies to identify possible associations with self-endangering. We could not find distinct results about the effect for the assumed mediation effect of self-endangering cognitions/behavior on the relation between team-identification and exhaustion (hypothesis 6a/b). First, considering our results it is still unclear how team-identification affects exhaustion, which is why further more complex analyses are less useful. Second, we can imagine that other team-based variables influence the effect of team identification on health, such as team commitment and psychological safety (62). Psychological safety climate promotes employees' wellbeing (63), so we assume that psychological safety also reduces self-endangering cognitions and behavior. Moreover, we can imagine that only identifying with colleagues might lead to self-endangering because identification alone might be not enough to feel secure in the team and therefore to be able to communicate one's boundaries. Future research should measure team identification and psychological safety and should investigate possible interaction effects.

Additionally, in line with our hypothesis 3, we found that low self-esteem leads to more self-endangering cognitions. Mixed model analysis and cross-sectional path analysis also showed a mediation effect from self-esteem over self-endangering cognitions to exhaustion: Low self-esteem promotes more self-endangering cognitions, and this leads to stronger feelings of exhaustion. Previous research found that nurses with high self-esteem have fewer psychological problems (64), cope more effectively in stressful situations (33, 65), and are more active and flexible (33). Taking these findings into account and bringing them together with our results, we consider that the mediation over self-endangering cognitions, e.g., nurses not feeling able to say no when asked to fill in for another nurse and having a guilty conscience when they do not fill in, could explain the psychological mechanism between self-esteem and exhaustion. We can also imagine that nurses with low self-esteem may identify themselves strongly with their work, e.g., their relationship with residents, the feeling of being needed, and the feelings they get from helping and guiding them, such that these experiences confirm them in their identity and self. This would result in nurses being “quasi-dependent” on their work for their self-esteem, making it difficult for them to say no, and when they do say no, feeling guilty about it.

Independent from the analysis method we found, that more self-endangering cognitions lead to more exhaustion (hypothesis 4a) and contrasting to our assumption (hypothesis 4b) that more self-endangering behavior tendency leads to less exhaustion. These results suggest that in particular self-endangering cognitions tend to have harmful effects and are exhausting over time. Recent research should investigate if those employees that tend to show self-endangering behavior tendency are also those employees that do fill in in case of absenteeism or if it is just a tendency that does not result in actual behavior which would mean that they do not have much overtime and therefore time for recovery and less risk for exhaustion.



Theoretical implications

In view of the contradictory findings in the research on the effect of altruism on the experience of exhaustion it seems necessary to examine whether there is an optimal level of altruistic motivation, e.g., an inverse u-shaped relation. We can also imagine that altruistic motivation, similarly to self-regulatory abilities, can be exhausted over time (66) and that nurses constantly experience a goal discrepancy with their altruistic motives, which promotes exhaustion.

Taking into account that self-esteem should be differentiated into self-liking and self-competence (67), especially the facet of self-liking might be interesting to examine in the context of self-endangering. Future research should investigate which facet explains more variance in self-endangering.

Servant leadership is related to meaning and work engagement (68) and organizational citizenship behavior and performance (69), so we assume that leadership behavior could have a similar influence on self-endangering, in that leaders who tend to ask the same employees for filling in may promote self-endangering in nursing.

As the data in subset A (used for exploratory and confirmatory data analysis) did not meet the criteria for normally distributed data, we consider that further research is needed to validate the self-endangering' items. We assume that due to the highly demanding working conditions nurses will always tend to show high rates of self-endangering, which is why normally distributed data is probably unlikely to find in this specific occupational group. Nevertheless, further research is needed to increase the significance of our self-endangering' items for the context of nursing.



Practical implications

Based on our results we believe that person-focused interventions could help to increase nurses' self-esteem and help them to develop a healthy and balanced altruistic job motivation. Additionally, leaders should be sensitized to notice if an employee tends to show too much self-endangering.

Further, fundamental changes in nurses’ working conditions are needed, such that a reliable work schedule, using validated patient-to-nurse ratios, and a standardized absenteeism plan build the basis of the nursing work. From our point of view, this can be achieved by investing more money in nursing staff, so that that absences can be covered by external staff and the profession is made more attractive to young people. For example, more money could be provided to the care system, if a “care fund”, similar to the old “solidarity tax” in Germany, were set up to cope with demographic change.



Limitations

To our knowledge this is the first quantitative study that focuses on individuals' self-endangering cognitions and behavior among nurses in the field of long-term care. Of course, our study is not without limitations, especially because our longitudinal evaluation was severely limited by the small sample size. Our sample decreased over the two waves from 416 to 50. We can image that in particular the worldwide COVID-19 pandemic causes this participant loss, as nurses suffered under high work strain (2, 4) and therefore the motivation for extra work, like participating in a survey without having any advantages, might decrease. In times of highly exhausted nurses (3) the willingness for extra tasks is certainly limited. Additionally, we assume that by participating in this survey, individuals might be confronted with their situation in the health care system, which might in particular worrying in times of a pandemic, where feelings of insecurity might be high. It should also be considered that the second measurement point, was around the time of the beginning of COVID-19 vaccinations which we can imagine lead to nurses' insecurity and anxiety and perhaps also to a reluctance to engage in scientific research.

First, our results are not generalizable and need to be examined in a large longitudinal design. It is also critical to note that we developed the items for self-endangerment ourselves, so future research should validate the items of self-endangering in a large sample.

Second, our sample is not representative and does not include data on nurses in acute care settings, e.g., hospitals, and due to the small sample size, we could not differentiate between outpatient and stationary care. In the future, group comparisons between different care settings should be examined. We can also imagine that having a child could influence the development of self-endangering; future research should investigate this aspect.

Third, as the data for EFA and CFA did not meet the criteria for normally distributed data the results cannot be generalized for other occupational groups and, therefore, further studies on larger samples and, in comparison, also on less strained samples are needed, especially for conclusions on other occupational groups. In large validation studies, the items should be tested for scale validity.

Nevertheless, we believe that our study offers new knowledge and approaches in the context of the health of workers in elderly care.



Conclusions

This quantitative study dealt with the question of self-endangering in nursing and possible antecedents and mediator effects. Our results show that a high altruistic job motivation and low self-esteem can lead to self-endangering and that this in turn can promote exhaustion in nurses working in elderly care. Future research needs to investigate whether data on nurses in hospitals confirm these assumptions. Our results underline the great need to change working conditions in nursing in a way that promotes stability in staffing.
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Artificial intelligence, machine learning, and digital health innovations have tremendous potential to advance patient-centred, data-driven mental healthcare. To enable the clinical application of such innovations, the Krembil Centre for Neuroinformatics at the Centre for Addiction and Mental Health, Canada's largest mental health hospital, embarked on a journey to co-create a digital learning health system called the BrainHealth Databank (BHDB). Working with clinicians, scientists, and administrators alongside patients, families, and persons with lived experience (PFLE), this hospital-wide team has adopted a systems approach that integrates clinical and research data and practices to improve care and accelerate research. PFLE engagement was intentional and initiated at the conception stage of the BHDB to help ensure the initiative would achieve its goal of understanding the community's needs while improving patient care and experience. The BHDB team implemented an evolving, dynamic strategy to support continuous and active PFLE engagement in all aspects of the BHDB that has and will continue to impact patients and families directly. We describe PFLE consultation, co-design, and partnership in various BHDB activities and projects. In all three examples, we discuss the factors contributing to successful PFLE engagement, share lessons learned, and highlight areas for growth and improvement. By sharing how the BHDB navigated and fostered PFLE engagement, we hope to motivate and inspire the health informatics community to collectively chart their paths in PFLE engagement to support advancements in digital health and artificial intelligence.
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1. Introduction

Rapid advancements in digital health technologies and artificial intelligence/machine learning (AI/ML) have created tremendous potential for transformative change in healthcare. Applying AI/ML algorithms to large datasets generated by digital health technologies extends potential benefits beyond care provision, including healthcare planning, treatment, prevention, public health, and disease progression (1). In mental health, AI can improve diagnosis and predict risk, support remote monitoring, and enable access to more personalized and de-stigmatized treatment forms (2–5).

Despite the transformative potential, there have been varying degrees of success with implementing digital health and AI, as many initiatives faced barriers that hindered acceptance, uptake, and adoption. Barriers are commonly socio-technological, where socio-cultural factors affect individual perceptions, acceptance, use, and adoption of technology (6). Failed implementations of large-scale health data initiatives highlighted the importance of public perspectives on how data is used and managed (7). Given the complexity of AI initiatives, meaningful engagement is critical to improving the systems' fairness, accountability, and transparency (8). Furthermore, the limited evidence on the effectiveness of digital health and AI/ML for mental health makes public engagement increasingly important, as there are potential unintended privacy and health implications to any design decisions with its development. Dialogues on values, needs, and nuanced insights derived through lived experiences are critical to inform decisions about the governance, design and implementation of these data initiatives (9, 10). As such, sustained engagement from the initiative's outset would ensure meaningful contributions in shaping its development and governance in a trustworthy, ethical, and acceptable manner (11–15).

Engagement can come in many forms and range in degree of involvement (16, 17). The Carman Patient Engagement Framework (18) suggests the spectrum ranges from “consultation” to “involvement” to partnership (or shared leadership), where patients, families, and people with lived experience (PFLE) become increasingly involved, and their perspectives have a more significant impact on organizational decision-making. PFLE engagement guides and toolkits have commonly suggested the need for organizational readiness and commitment to engage; clear visions and opportunities for engagement; a common understanding amongst all stakeholders; accommodations that promote a safe, inclusive environment, evaluation of engagement, and mechanisms to report feedback (19). While these frameworks inform approaches, they may have limited transferability across contexts, requiring organizations or initiatives to adapt approaches to suit their context (20, 21). This perspective article shares our approach and reflection on achieving meaningful PFLE engagement in developing a complex, large-scale digital health care and research initiative called the BrainHealth Databank (BHDB). The BHDB is intended to serve as the foundation for AI/ML applications at the Centre for Addiction and Mental Health (CAMH).


1.1. BrainHealth Databank at the centre for addiction and mental health

The BHDB is a hospital-wide initiative that advances patient-centred, data-driven care at CAMH — Canada's largest mental health teaching hospital and a leading research institute (22). The BHDB is a repository of numerous data types from various sources (e.g., sleep and physical activity, blood samples and brain images, clinical assessments, etc.). As the foundation for a digital health learning system, the BHDB will leverage clinical data to inform research and research data to inform care. Its objective is to improve our understanding of the mental illness of individuals and broader populations to accelerate the ability to deliver personalized care. This transformative initiative is the first in the Canadian mental health context (23).

As a research Centre focused on developing clinical applications of AI/ML and computational modelling, CAMH's Krembil Centre for Neuroinformatics (KCNI) led the development of the BHDB by building upon CAMH's strategic investments in core infrastructure. This includes the Cerner Millennium Electronic Health Record (EHR) and CAMH Neuroinformatics Platform to support multimodal research studies (24, 25). To support care delivery, CAMH clinics have developed and implemented evidence-based integrated care pathways that utilize measurement-based care (MBC) to monitor patient progress and inform clinical decisions (26–28).

The BHDB was developed in collaboration with clinicians, scientists, data engineers, clinical application specialists, privacy officers, legal counsel, ethicists, hospital administrators, and PFLEs to leverage their expertise to inform the various aspects of development and implementation. The first phase of the BHDB enhanced digital technology infrastructure by adding new capabilities, including electronic self-assessment capture and patient trajectory visualization, which have already influenced care. Digital MBC allows patients to complete assessments on their own device or clinic tablet before appointments resulting in efficiencies and increased patient flow (29). It has enabled the generation of real-time visual displays of patient treatment journeys, allowing clinicians to assess patients' progress quickly.

To better understand patient trajectories, the BHDB is enriching EHR treatment trajectory data by integrating the collection of research samples and daily activity and sleep data from wearable devices. The accumulated rich, integrated real-world clinical and research data is ideal for future AI/ML applications. Study participants can consent to donate their data to the BHDB for secondary use by other researchers. A patient-facing version of this dashboard is in development.




2. Engaging patients, families, and people with lived experience

Given that the core BHDB goal is to improve patient-centred, data-driven mental health, there was a recognition that PFLE engagement is critical during the initial planning stages to ensure the foundation of the BHDB was patient-centred and based on community needs. CAMH and KCNI's commitment to meaningful PFLE engagement was intentional, established, and communicated from the onset of the initiative.


2.1. Establishing the BHDB PFLE engagement team

The BHDB steering committee tasked a working group to create a strategy for facilitating PLFE engagement throughout the initiative's life cycle. This task dovetailed with CAMH's clinical and research patient and family engagement strategy and the organizational PFLE engagement roadmap. The roadmap grounded and adapted the Carman patient engagement framework (18, 30). Moreover, four clinical and research family advisory committees were established, which included CAMH PFLE engagement facilitators and coordinators who were trained specialists in PFLE engagement.

Based on the recommendation of CAMH PFLE facilitators and coordinators, the BHDB team was invited to join various PFLE advisory committees to introduce the BHDB and recruit individuals to join the BHDB PFLE engagement team. While this opportunity attracted PFLE advisors interested in AI/ML and digital health technologies, there was no requirement to have prior knowledge or experience in these areas. As team members, the recruited three BHDB PFLE partners ensured PFLE engagement, representation, and participation in BHDB activities.

To kick off the BHDB PFLE engagement team, Terms of Reference were co-created to establish roles, goals, and a common understanding of contributions. Since BHDB partners were also members of their respective CAMH PFLE advisory committees, they were responsible for reporting BHDB developments to their respective committees and soliciting feedback when necessary. As engagement team members, the partners would provide leadership and expertise in planning and supporting the engagement strategies and activities; make recommendations on meaningful engagement and representation; join the working groups within and outside the governance structure; and participate in designing various projects. To ensure accountability, an activity-tracking tool was used to document all the projects, goals, and ideas stemming from the project while providing the team with the status of various project objectives. The following section highlights three major projects where the team identified and developed mechanisms for PFLE engagement.



2.2. Different types of PFLE engagement across BHDB projects


2.2.1. Project 1: consultation—research and care coordination

As a first step to developing a digital platform to support clinics with the coordination of research and care, the BHDB launched a series of five interactive virtual workshops to engage stakeholders across the hospital to gather user requirements. BHDB partners invited advisors from their respective advisory committees to participate. Advisors were encouraged to attend a pre-workshop orientation session where they were briefed with information about the context, background, technical terminology, workshop expectations and outcomes.

The PFLE advisors were invited to attend multiple workshops. Their participation accounted for 21.5% (31/144) of stakeholder engagement across all five workshops. At the virtual workshops, PFLE advisors participated in breakout sessions and discussions with clinicians, scientists, and hospital administrators. Participants provided their user requirements for the digital platform and collectively prioritized the modules identified through the workshop. The PFLE engagement was critical in advocating for a patient-facing interface, ranked in the top 5 of 12 priority areas. This finding initiated the development of a patient-facing portal to be included. The clinical and patient portals are currently under development and will be integrated into a CAMH-wide digital initiative.



2.2.2. Project 2: involvement — co-designing the patient trajectory dashboard

As the BHDB clinical treatment trajectory dashboard was integrated across various CAMH clinics to support clinician decision-making, there was a growing recognition that a patient-facing dashboard can also benefit patients and families. This initiated a project to co-design a patient journey dashboard and was brought to the BHDB PFLE engagement team to plan. A BHDB partner volunteered to be the project co-lead with a design student from a local university. As co-leads, they planned and conducted the human-centred design project. They contributed to developing questions for semi-structured interviews and interviewed seven PFLE advisors and three clinicians. The joint analysis of gathered information informed the creation of a wireframe prototype. A formal project report and presentation were co-developed and co-presented to participants and BHDB stakeholders. This project initiated the future integration of a digital patient journey tool in the next iteration of the CAMH patient portal.



2.2.3. Project 3: partnership—BHDB governance

The BHDB PFLE engagement team operated on a partnership model with a shared decision-making process for enacting PFLE engagement opportunities. This included early engagements with the BHDB steering committee and external scientific advisory committees. However, the engagement team understood that if the goal was for a meaningful engagement at all levels, it was a natural evolution for the team to advocate for its PLFE partners to be members of the BHDB steering committee. This would enable PFLE to directly influence decision-making through their interactions with senior leadership and administrators on the committee. As a result, two PFLE partners formally joined the BHDB steering committee. To ensure a smooth transition to this new responsibility, roles and expectations were communicated, and the opportunity to have additional briefing sessions before meetings. As SC members, PFLE partners raised agenda items on the team's behalf and provided updates on PFLE engagement activities during SC meetings. It has been a positive experience for the other steering committee members and PFLE partners, with positive anecdotal feedback from all parties involved. Participation at all levels in this work has also increased the visibility of PFLE engagement, which has led to additional opportunities for PFLEs, such as co-presenting to the hospital board of directors. Moreover, this approach was lauded by the external scientific advisory committee.





3. Discussion—critical success factors and lessons learned

This perspective article is intended to contribute to our understanding of PFLE engagement in digital health and AI and this dynamic field of practice. While there is increasing recognition that PFLE engagement is crucial to the acceptability of AI in healthcare, engagement is predominantly overlooked in the development of AI or has a limited presence in academic literature (31–33). A recent scoping review on patient and public involvement in AI and digital health in mental health (33) found that only 5 of the 144 articles identified focused on PFLE, whereas most studies used and accessed patient and public perspectives to inform a project or co-design technologies. This paper provides some preliminary insights into other knowledge gaps in PFLE engagement in AI by reflecting on our longitudinal experiences in the context of mental health.

This article also documents a whole system approach to PFLE engagement (34), where engagement considers the individual, team, and organizational implementation factors. Based on feedback from BHDB internal and external stakeholders, PFLE partners and advisors, and use case outcomes described above, our dynamic approach to PFLE engagement has been successful overall. Guided by the PFLE process map (Figure 1) (19), we highlight the factors that contributed to our success and identify areas for improvement.


[image: Figure 1]
FIGURE 1
BrainHealth Databank patient, family, and persons with lived experience (BHDB PFLE) engagement process map [adapted from Shen et al. (19)]. The process map was created to provide an overview of PFLE engagement processes throughout the BHDB lifecycle. Check marks (√) indicate practices that contributed to successful PFLE engagement while check boxes (□) and italicized font indicate areas for improvement moving forward. BHDB, BrainHealth Databank; PFLE, patients, families, and persons with lived experiences.



3.1. Culture and infrastructure

The commitment at the CAMH organization, BHDB leadership, and PLFE individual level led to active PFLE engagement in various degrees across the BHDB implementation. At the organizational level, CAMH's culture and PFLE engagement infrastructure immensely benefited the BHDB. At the BHDB leadership level, the genuine commitment and support to achieve meaningful PFLE engagement at all levels of the BHDB contributed to the achievements to date. These findings align with existing literature and frameworks on developing organizational capacity for PFLE engagement (35).

We were fortunate to be situated in an environment where mobilizing PFLE engagement across all CAMH activities was an organizational priority. The organizational commitment and infrastructure aligned with the BHDB's approach to building, developing, and growing partnerships with PFLEs (36). The established clinical and research patient and family advisory committees created a community of interested PFLE experts for the BHDB to draw upon with PFLE engagement to build engagement capacity by educating and training staff and PFLEs. Institutional policy and processes for providing honoraria for PLFE participation were formalized as a requirement, acknowledging time for PFLE expertise. This organizational readiness immensely benefited BHDB's PFLE engagement plans, particularly for facilitating recruitment.



3.2. Planning and preparation

Readiness across the system enabled PFLE engagement at a team level. Establishing the BHDB PLFE engagement team was critical to integrating engagement across the breadth of activities in developing and implementing the BHDB. First, it connects the various project teams, committees, and the PFLE engagement community. This connection enabled the wayfinding and identification of PFLE engagement opportunities, evaluation of feasibility, and development of plans to support the identified opportunities. Secondly, having a team of on-boarded PFLE partners, facilitators, and coordinators with diverse expertise meet monthly allows flexibility and responsiveness in planning and mobilizing for engagement activities. This was especially valuable given that opportunities were often attached to short timelines and required an understanding of the complexity and breadth of the BHDB initiative.



3.3. Identification and recruitment

The BHDB's scale and focus on cutting-edge digital health and AI technologies have attracted PLFE participation. Opportunities to engage at various levels and with varying roles allowed us to attract and recruit advisors with different experience levels and diverse backgrounds from the respective CAMH advisories. For example, those newer to the role of PFLE advisor were more comfortable in a consultation role, while those with experience were drawn to leadership roles. PFLE readiness influenced the degree to which advisors participated in this work.

PFLE recruitment has solely been from the CAMH clinical and research patient and family advisory committees. While this has allowed us to be agile in responding to engagement opportunities with tight timelines, as experienced in case study 1, this approach has shortcomings. Recruitment was from a community of advisors supporting mental health care and research at CAMH. Much of this work was during the pandemic when recruiting from the community and clinics was difficult. Recognizing the need for a greater diversity of perspectives, the team will explore additional avenues for engagement, including reaching beyond the walls of CAMH.

A robust onboarding process is necessary to achieve meaningful engagement and ensure PFLE readiness, which requires understanding project background, context, and PFLE role. There was no requirement to have prior knowledge of digital health or ML/AI to participate. The onboarding process and engagement sessions were virtual due to the COVID-19 pandemic. While this removed the need for travel and provided greater flexibility for participation, this also created the requirement for participants to have access to technology. An option to call in and receive materials via email was provided to support those without access to stable internet.

Orientation sessions involved a project overview presentation including expectations, time commitments and anticipated outcomes, followed by a question-and-answer period, were held for each case study. For use cases 1 and 2, PFLE partners helped to co-create practical and accessible project orientation and background information materials, such as a terminology cheat sheet.



3.4. Partnering with PFLEs

At the PFLE individual level, a sense of understanding and appreciation of their impact on the BHDB motivated participation. Establishing a safe environment and building trust with PFLE Partners is vital for supporting meaningful engagement. One way the BHDB accomplished this was by ensuring that there was always more than one PFLE team member present during activities. PFLE partners could also contact PFLE staff facilitators and coordinators to raise any issues and concerns. These avenues minimized the risk of power differentials impacting this work.

Fostering open dialogue in these meetings was a critical prerequisite for thoughtful and meaningful PFLE engagement. To create a safe space for open dialogue, monthly BHDB PFLE team meetings provided a comfortable space for the team to check-in, share BHDB updates, learn about related projects, put forward items and recommendations to the SC and external scientific advisory committee, and, most importantly, make decisions on matters about PFLE engagement. It also ensured a common understanding of projects and objectives and allowed the team to ask questions and work through knowledge gaps and challenges.

These regular monthly team meetings also provided a consistent cadence for sharing BHDB activity updates which were critical in enabling PFLE partners to identify engagement opportunities, fostering a sense of shared accountability for this work. While BHDB updates would frequently come from the project team, other key BDHB stakeholders were invited to present to this group. Given the enormous scope of the BHDB, sharing updates is challenging and an area to improve upon. These factors echo the experiences of other PFLE engagement initiatives (37) and the literature on meaningful engagement (34).



3.5. Evaluation and reporting

Debrief sessions were held by either BHDB or CAMH advisory committees post-PFLE engagement to assess meaningful engagement and gather feedback. Regular reporting on PFLE engagement activities to stakeholders occurred at every BHDB SC and external scientific advisory committee meeting. Any feedback received was discussed at subsequent BHDB PFLE team meetings, and an action plan was developed accordingly. The opportunity to request additional information on any topics or issues discussed during these meetings was also provided to improve understanding of the matters discussed.

In retrospect, formal evaluations of the engagement were overlooked, which is a limitation of our work to date. Moving forward, implementing standardized evaluation tools and frameworks will help systematically evaluate the impact of each engagement and inform future engagements (38, 39). Tools and frameworks such as the Public and Patient Engagement Evaluation Tool (PPEET) (40) and Guidance for Reporting Involvement of Patients and the Public (GRIPP2) (41) would allow for more consistent evaluations and reporting, thereby improving applicability across contexts. Sharing lessons learned will be critical in advancing the collective understanding on meaningfully engaging PFLE in implementing these large initiatives, documenting how we circumnavigate emerging challenges.




4. Future directions and conclusion

As the BHDB continues to grow, there is an imperative to keep improving our approach to PFLE engagement. In our future engagements, we aim to increase the diversity of PFLE perspectives in our engagements and team. Moving forward, we will explore additional areas for engagement—for example, building capacity for PFLE engagement in research through the BHDB. With the eventual integration of BHDB AI use cases, PFLE engagement becomes increasingly critical to ensure the development of responsible and ethical products that meet the community's needs, especially concerning AI's appropriateness, equity and fairness, privacy, governance, and transparency. Formal evaluations of those engagements should be a foundational activity to ensure it is increasingly meaningful and impactful for the individuals, teams, and organization. By sharing how the BHDB navigated and fostered PFLE engagement, we hope this will motivate and inspire the digital health, AI, and mental health community to continue to collectively chart this path to both support advancements and implementation of novel cutting-edge digital health and ML/AI products that will improve brain health.



Data availability statement

The original contributions presented in the study are included in the article/Supplementary Material, further inquiries can be directed to the corresponding author.



Author contributions

JY and NS: wrote the first draft of the manuscript. SC, BL, and RM: are BHDB patient, family, and lived experience research partners. All authors contributed to the article and approved the submitted version.



Funding

This work was supported by the CAMH BrainHealth Databank, funded by the CAMH Discovery Fund. NS was a Canadian Institutes of Health Research (CIHR) Health System Impact Fellow for part of the work discussed in this paper. The fellowship was jointly funded by CIHR's Institute of Health Services and Policy Research and CAMH.



Acknowledgments

The authors would like to acknowledge and thank all the patients, families, persons with lived experience, and the hospital-wide CAMH BrainHealth Databank team for their engagement and active participation in this initiative.



Conflict of interest

The authors declare that the research was conducted in the absence of any commercial or financial relationships that could be construed as a potential conflict of interest.



Publisher's note

All claims expressed in this article are solely those of the authors and do not necessarily represent those of their affiliated organizations, or those of the publisher, the editors and the reviewers. Any product that may be evaluated in this article, or claim that may be made by its manufacturer, is not guaranteed or endorsed by the publisher.



References

1. Kruse CS, Goswamy R, Raval YJ, Marawi S. Challenges and opportunities of big data in health care: a systematic review. JMIR Med Inform. (2016) 4(4):e5359. doi: 10.2196/medinform.5359

2. D’Alfonso S, Santesteban-Echarri O, Rice S, Wadley G, Lederman R, Miles C, et al. Artificial intelligence-assisted online social therapy for youth mental health. Front Psychol. (2017) 8:796. doi: 10.3389/fpsyg.2017.00796

3. Graham S, Depp C, Lee EE, Nebeker C, Tu X, Kim HC, et al. Artificial intelligence for mental health and mental illnesses: an overview. Curr Psychiatry Rep. (2019) 21(11):116. doi: 10.1007/s11920-019-1094-0

4. Lee EE, Torous J, De Choudhury M, Depp CA, Graham SA, Kim HC, et al. Artificial intelligence for mental health care: clinical applications, barriers, facilitators, and artificial wisdom. Biol Psychiatry Cogn Neurosci Neuroimaging. (2021) 6(9):856–64. doi: 10.1016/j.bpsc.2021.02.001

5. Lovejoy CA. Technology and mental health: the role of artificial intelligence. Eur Psychiatry. (2019) 55:1–3. doi: 10.1016/j.eurpsy.2018.08.004

6. Greenhalgh T, Wherton J, Papoutsi C, Lynch J, Hughes G, A’Court C, et al. Beyond adoption: a new framework for theorizing and evaluating nonadoption, abandonment, and challenges to the scale-up, spread, and sustainability of health and care technologies. J Med Internet Res. (2017) 19(11):e367. doi: 10.2196/jmir.8775

7. Wachter RM, Cassel CK. Sharing health care data with digital giants: overcoming obstacles and reaping benefits while protecting patients. JAMA. (2020) 323(6):507. doi: 10.1001/jama.2019.21215

8. Nebeker C, Torous J, Bartlett Ellis RJ. Building the case for actionable ethics in digital health research supported by artificial intelligence. BMC Med. (2019) 17(1):1–7. doi: 10.1186/s12916-019-1377-7

9. Bao L, Krause NM, Calice MN, Scheufele DA, Wirz CD, Brossard D, et al. Whose AI? How different publics think about AI and its social impacts. Comput Hum Behav. (2022) 130:107182. doi: 10.1016/j.chb.2022.107182

10. Carr S. ‘AI gone mental’: engagement and ethics in data-driven technology for mental health. J Ment Health. (2020) 29(2):125–30. doi: 10.1080/09638237.2020.1714011

11. Armstrong N, Herbert G, Aveling E, Dixon-Woods M, Martin G. Optimizing patient involvement in quality improvement. Health Expect. (2013) 16(3):e36–47. doi: 10.1111/hex.12039

12. Leung K, Lu-McLean D, Kuziemsky C, Booth RG, Rossetti SC, Borycki E, et al. Using patient and family engagement strategies to improve outcomes of health information technology initiatives: scoping review. J Med Internet Res. (2019) 21(10):e14683. doi: 10.2196/14683

13. Muller SHA, Kalkman S, van Thiel GJMW, Mostert M, van Delden JJM. The social licence for data-intensive health research: towards co-creation, public value and trust. BMC Med Ethics. (2021) 22(1):110. doi: 10.1186/s12910-021-00677-5

14. Carter P, Laurie GT, Dixon-Woods M. The social licence for research: why care.data ran into trouble. J Med Ethics. (2015) 41(5):404–9. doi: 10.1136/medethics-2014-102374

15. van Staa TP, Goldacre B, Buchan I, Smeeth L. Big health data: the need to earn public trust. Br Med J. (2016) 354:i3636. doi: 10.1136/bmj.i3636

16. Majid U, Gagliardi A. Conceptual frameworks and degrees of patient engagement in the planning and designing of health services: a scoping review of qualitative studies. Patient Exp J. (2019) 6(3):82–90. doi: 10.35680/2372-0247.1356

17. Smits DW, van Meeteren K, Klem M, Alsem M, Ketelaar M. Designing a tool to support patient and public involvement in research projects: the involvement matrix. Res Involv Engag. (2020) 6:30. doi: 10.1186/s40900-020-00188-4

18. Carman KL, Dardess P, Maurer M, Sofaer S, Adams K, Bechtel C, et al. Patient and family engagement: a framework for understanding the elements and developing interventions and policies. Health Aff. (2013) 32(2):223–31. doi: 10.1377/hlthaff.2012.1133

19. Shen N, Jankowicz D, Strudwick G. Patient and family engagement approaches for digital health initiatives: protocol for a case study. JMIR Res Protoc. (2021) 10(7):e24274. doi: 10.2196/24274

20. Greenhalgh T, Hinton L, Finlay T, Macfarlane A, Fahy N, Clyde B, et al. Frameworks for supporting patient and public involvement in research: systematic review and co-design pilot. Health Expect. (2019) 22(4):785–801. doi: 10.1111/hex.12888

21. Bombard Y, Baker GR, Orlando E, Fancott C, Bhatia P, Casalino S, et al. Engaging patients to improve quality of care: a systematic review. Implement Sci. (2018) 13(1):98. doi: 10.1186/s13012-018-0784-z

22. O’Malley S. The CAMH BrainHealth Databank. (2021). Available at: https://www.camh.ca/en/camh-news-and-stories/the-camh-brainhealth-databank (cited 2023 Jan 1).

23. Centre for Addiction and Mental Health. CAMH. BrainHealth Databank. Available at: https://www.camh.ca/en/science-and-research/discovery-fund/brainhealth-databank (cited 2023 Feb 8).

24. Sulkers H, Tajirian T, Paterson J, Mucuceanu D, MacArthur T, Strauss J, et al. Improving inpatient mental health medication safety through the process of obtaining HIMSS stage 7: a case report. JAMIA Open. (2018) 2(1):35–9. doi: 10.1093/jamiaopen/ooy044

25. Rotenberg DJ, Chang Q, Potapova N, Wang A, Hon M, Sanches M, et al. The CAMH neuroinformatics platform: a hospital-focused brain-CODE implementation. Front Neuroinform. (2018) 12:77. doi: 10.3389/fninf.2018.00077

26. Campbell H, Hotchkiss R, Bradshaw N, Porteous M. Integrated care pathways. Br Med J. (1998) 316(7125):133–7. doi: 10.1136/bmj.316.7125.133

27. Chen S, Awan S, Rajji T, Abdool P, George TP, Collins A, et al. Integrated care pathways for schizophrenia: a scoping review. Adm Policy Ment Health. (2016) 43(5):760–7. doi: 10.1007/s10488-015-0696-z

28. Settipani CA, Cleverley K, Hawke LD, Rice M, Henderson JL. Essential components of integrated care for youth with mental health and addiction needs: protocol for a scoping review. BMJ Open. (2017) 7(4):e015454. doi: 10.1136/bmjopen-2016-015454

29. Hawley S, Yu J, Bogetic N, Potapova N, Wakefield C, Thompson M, et al. Digitization of measurement-based care pathways in mental health through REDCap and electronic health record integration: development and usability study. J Med Internet Res. (2021) 23(5):e25656. doi: 10.2196/25656

30. Research AI for. A Roadmap for Patient+Family Engagement in Healthcare Practice and Research: Practical strategies for advancing engagement in healthcare—starting today. Available at: https://www.air.org/sites/default/files/Roadmap-Patient-Family-Engagement.pdf (cited 2023 Mar 31).

31. Adus S, Macklin J, Pinto A. Exploring patient perspectives on how they can and should be engaged in the development of artificial intelligence (AI) applications in health care. In Review. (2023). Available at: https://www.researchsquare.com/article/rs-2972402/v1 (cited 2023 Jul 4).

32. Camaradou JCL, Hogg HDJ. Commentary: patient perspectives on artificial intelligence; what have we learned and how should we move forward? Adv Ther. (2023) 40(6):2563–72. doi: 10.1007/s12325-023-02511-3

33. Zidaru T, Morrow EM, Stockley R. Ensuring patient and public involvement in the transition to AI-assisted mental health care: a systematic scoping review and agenda for design justice. Health Expect. (2021) 24(4):1072–124. doi: 10.1111/hex.13299

34. Ocloo J, Garfield S, Franklin BD, Dawson S. Exploring the theory, barriers and enablers for patient and public involvement across health, social care and patient safety: a systematic review of reviews. Health Res Policy Syst. (2021) 19(1):8. doi: 10.1186/s12961-020-00644-3

35. Anderson NN, Baker GR, Moody L, Scane K, Urquhart R, Wodchis WP, et al. Organizational capacity for patient and family engagement in hospital planning and improvement: interviews with patient/family advisors, managers and clinicians. Int J Qual Health Care. (2021) 33(4):mzab147. doi: 10.1093/intqhc/mzab147

36. Centre for Addiction and Mental Health. ONE CAMH—CAMH Strategic Plan 2020–2023. Available at: https://www.camh.ca/en/driving-change/about-camh/one-camh-strategic-plan-2020-2023/-/media/images/all-other-images/onecamh/one_camh-strategic_plan_2020-2023-06-23-2020.pdf (cited 2023 Feb 8).

37. Huwe M, Woolf B, David J, Seid M, Saeed S, Margolis P, et al. Conceptualizing and redefining successful patient engagement in patient advisory councils in learning health networks. Learn Health Syst. (2023) e10377. doi: 10.1002/lrh2.10377

38. Abelson J, Tripp L, MacNeil M, Lang A, Fancott C, Ganann R, et al. Development of the engage with impact toolkit: a comprehensive resource to support the evaluation of patient, family and caregiver engagement in health systems. Health Expect. (2023) 26(3):1255–65. doi: 10.1111/hex.13742

39. L’Esperance A, O’Brien N, Gregoire A, Abelson J, Canfield C, Del Grande C, et al. Developing a Canadian evaluation framework for patient and public engagement in research: study protocol. Res Involv Engag. (2021) 7(1):10. doi: 10.1186/s40900-021-00255-4

40. Abelson J, Tripp L, Kandasamy S, Burrows K. Supporting the evaluation of public and patient engagement in health system organizations: results from an implementation research study. Health Expect Int J Public Particip Health Care Health Policy. (2019) 22(5):1132–43. doi: 10.1111/hex.12949

41. Staniszewska S, Brett J, Simera I, Seers K, Mockford C, Goodlad S, et al. GRIPP2 reporting checklists: tools to improve reporting of patient and public involvement in research. Br Med J. (2017) 358:j3453. doi: 10.1136/bmj.j3453












	
	TYPE Original Research

PUBLISHED 15 December 2023
DOI 10.3389/frhs.2023.1223337






[image: image2]

Virtual collaborative creative engagement in a pandemic world: creative connection for older adults with lived experience of dementia

Julia Henderson1* and Colleen Reid2

1Department of Occupational Science and Occupational Therapy, University of British Columbia, Vancouver, BC, Canada

2Department of Therapeutic Recreation, Douglas College, Coquitlam, BC, Canada

EDITED BY
Kim Sawchuk, Concordia University, Canada

REVIEWED BY
Christina Haralanova, Concordia University, Canada
Shannon Hebblethwaite, Concordia University, Canada
Emilie Brotherhood, University College London, United Kingdom

*CORRESPONDENCE Julia Henderson julia.henderson@ubc.ca

RECEIVED 16 May 2023
ACCEPTED 20 November 2023
PUBLISHED 15 December 2023

CITATION Henderson J and Reid C (2023) Virtual collaborative creative engagement in a pandemic world: creative connection for older adults with lived experience of dementia.
Front. Health Serv. 3:1223337.
doi: 10.3389/frhs.2023.1223337

COPYRIGHT © 2023 Henderson and Reid. This is an open-access article distributed under the terms of the Creative Commons Attribution License (CC BY). The use, distribution or reproduction in other forums is permitted, provided the original author(s) and the copyright owner(s) are credited and that the original publication in this journal is cited, in accordance with accepted academic practice. No use, distribution or reproduction is permitted which does not comply with these terms.



Introduction: Older adults were disproportionately affected by COVID-19, and isolation and loneliness became key risk factors for mental illness and decreased quality of life. Older adults with lived experience of dementia and their care partners experienced isolation, loneliness, anxiety and depression, already heightened due to social stigma. Reduced access to resources was a notable problem.



Objective: This Canadian qualitative study investigates the Raising the Curtain on the Lived Experience of Dementia (RTC) Project's virtual turn in program delivery during the pandemic, asking “How did virtual collaborative creative engagement (CCE) impact well-being for people living with dementia and their care partners?”; and “What are key elements of RTC's unique virtual CCE approach?”



Methods: The study employs reflexive thematic analysis to analyse interviews and focus groups with the project's artist facilitators, researchers, peer collaborators living with dementia, and their care partners. Findings: Themes describe key elements of RTC's unique approach to virtual CCE and include: “Adjusting Expectations and Adapting to Technology”; “Re-imagining Creative Engagement in Virtual Space”; “Sustaining Reciprocal Caring, Learning, and Support”; “Disrupting Stigma and Welcoming a Wider Audience”; and “Supporting Well-being through Empowerment, Community, and Creativity.”



Discussion: Findings offer new perspectives on how virtual CCE not only has the potential to decrease loneliness and isolation and associated mental health risks for older adults living with dementia and their care partners, but also can work to disrupt stigmatizing representations of dementia, promote inclusion, and enhance citizenship.
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1. Introduction

The COVID-19 pandemic provoked a mental health crisis for people of all ages worldwide. For older adults, who were disproportionately affected by COVID-19, and in some locations had self-distancing restrictions greater than other age groups, isolation and loneliness became key risk factors for mental illness. While some studies found older adults were at less risk of pandemic-related emotional distress than younger people (1), such findings are highly culture and context dependent. Many studies revealed that older adults were at increased risk of pandemic-related loneliness, which was associated with decreased mental health and quality of life (2, 3). Older adults also were shown to experience pandemic-related financial challenges associated with worse mental health and well-being (4). For people with lived experience of dementia and their care partners, the pandemic increased their risk of isolation and loneliness, and increased rates of anxiety and depression, which were already heightened due to social stigma. According to Chong et al. “Older adults living with dementia in the COVID-19 world have experienced reduced access to support and activities. These changes have caused distress and exacerbated behavioural and psychological symptoms of dementia” (5).

In the early days of the pandemic, many organizations providing services to people living with dementia believed that it would not be possible to offer services online, thinking that a diagnosis of dementia would disrupt people's ability to meaningfully participate, and also adopting the ageist belief that older people (including spousal care partners) would be incapable of handling technology. However, the community-based, art-engaged 5-year research project, Raising the Curtain on the Lived Experience of Dementia (RTC) located on the Sunshine Coast in British Columbia, Canada, pivoted almost immediately to continue its creative engagements with people living with dementia in a virtual context. This study uses reflexive thematic analysis (6, 7) to analyse interviews and focus groups with the project's researchers, artist facilitators, individuals with the lived experience of dementia (called peer collaborators within RTC), and their care partners. Themes describe key elements of RTC's unique approach to virtual collaborative creative engagement (CCE) with people with lived experience of dementia and their care partners which was developed in response to the pandemic.


1.1. Literature review of related works

The COVID-19 pandemic had disproportionately negative consequences for older adults broadly. In addition to “excess mortality,” (8) these included,


the presence of psychological symptoms, exacerbation of ageism, and physical deterioration … decreased social life and fewer in-person social interactions … occasionally associated with reduced quality of life and increased depression. Difficulties accessing services, sleep disturbances, and a reduction of physical activity (9)



For people with lived experience of dementia and their care partners, these negative consequences were often exaggerated. Dementia is an umbrella term that refers to a set of symptoms including memory loss, changes in mood, and difficulties with thinking, problem solving, and language (10). In Canada, the location of the study, over 597,300 people are currently living with a dementia diagnosis. This number, prior to the pandemic, was expected to increase to nearly 1 million by 2030, and more than 1.7 million by 2050 (11). While dementia is typically associated with various neurodegenerative conditions (12), rather than named as a mental health diagnosis, its impacts on mental health and well-being have been well documented. People living with dementia commonly experience stigma and discrimination (13–15), disempowerment (15), depression (16), and “struggles with self-identity, independence, control and status, participation in meaningful activities, and how to view the future” (15).

The COVID-19 pandemic presented global health, social, economic, and environmental challenges that put both people with lived experience of dementia and their care partners (also called caregivers or carers in various studies) at increased risk for physical and mental health challenges. Based on large-scale international clinical data, Numbers and Brodaty suggest that “As well as being at increased risk of contracting COVID-19, older adults with dementia are also more likely to have more severe disease consequences than those without dementia” (17) A range of studies considering data from Europe and Australia found that the experiences of social restrictions and isolation have been associated with worsening cognitive decline for people living with dementia (18), worsened neuropsychiatric symptoms such as depression (19), apathy (19, 20), delusions (19), anxiety (19–21), irritability (19, 20), agitation (19), and loss of self-worth and purpose stemming from inability to participate in meaningful activities” (21). In British Columbia, Canada, Tam, Dosso and Robillard found that both people with dementia and their care partners reported increased levels of stress and feelings of isolation resulted from COVID-19 (22). Amongst care partners increased stress and reduced social networks were associated with uncertainty about the future and loneliness in Australia, Germany, Spain and the Netherlands (19), and, in the Italian context, increased levels of depression were associated with increased caregiver burden during lockdown (23). In a large sample of family care partners in the UK, 43.7%, of them reported moderate loneliness and 17.7% reported severe (24). Survey data from a Canadian study by Faieta et al. showed that 87% of dementia care partners who were separated from their loved one during COVID-19 social isolation experienced negative mental health consequences beyond typical contexts, and over 70% of care partners were concerned with the care their loved one received (25).

The stigma of dementia has long been considered responsible for many of the negative experiences of people living with dementia and their care partners (26). Dementia stereotypes, that construct dementia as a tragedy (27, 28), pathology, moral failing (28), death of self, and social terror (29), have been widely associated with loss of identity, personhood, and citizenship (27, 30–32). In response, in recent years, human rights-based approaches that create opportunities for citizenship are favoured in Dementia Studies (27, 32, 33). Participatory arts-based practices have grown in popularity because many readily complement and integrate a citizenship orientation. Engagement in participatory arts is reported to positively impact health, well-being, social connectedness, and quality of life of older adults, including older adults living with dementia (34–38) While many participatory arts programs have focused on the beneficial role of the arts in enhancing health, wellbeing, or quality of life, increasing attention is being given to their role in supporting citizenship for people with lived experience of dementia. Canadian researchers Dupuis et al. demonstrated that, for people living with dementia, engagement in the embodied practice of participatory arts alongside family members, visual and performance artists, and researchers, profoundly challenged the tragedy discourse of dementia and fostered narrative and relational citizenship (27). Phinney et al. illustrated how participation in a community gathering and co-created performance at the American/Canadian Peace Arch (which included social gathering, a shared meal, exhibition of artworks by people with dementia, live music and participatory dance, tai chi instruction, and the creation of a community quilt) extended social citizenship by “challenging discourses and practices that maintain boundaries between ‘us and them’” (39). Through critically examining elder clown practices for artistically engaging with people living with dementia in care home settings, Kontos, Miller and Kontos proposed a model of relational citizenship that “extends the concept of social citizenship by presuming that support of the central tenets of relationship-centred care …and embodied selfhood theory are necessary to more inclusively grant citizenship entitlements to persons living with dementia in long-term residential care” (32). To the authors' knowledge no studies to date link virtual participatory arts to concepts of citizenship.

Beyond considerations of citizenship, new research on participatory arts has begun to focus more specifically on the unique benefits of collaborative programs that “engage the innate creativity of people with a dementia” (40). Dementia scholar and playwright Anne Basting has been seminal in developing and implementing participatory arts approaches that integrate inclusive and collaborative ways of working together and highlight the creativity of people living with dementia (34, 35, 41–43). Basting's many community-engaged projects employ what she names “creative care” (34)—an approach grounded in the belief that creativity is universal, exists in everyday moments, and emerges through relationships. The concept of co-creativity, used by the UK project Created Out of Mind (44) is similar to Basting's creative care approach. Zeilig, West & van der Byl Williams describe co-creativity as a nascent term that refers to collaborative approaches to creative engagement that are: innately democratic and non-hierarchical, interactive and relational, dialogic and empathetic, recognize diverse capacities of all those involved and weave them into the creative process, and rely on and create openness, receptivity, and imaginative space (40). Kontos, Grigorovich & Colobong address the theoretical underpinnings of collaborative, creative practices for working with people living with dementia, arguing that “creativity is not an individual cognitive trait but rather emerges from the complex intersection of enabling environments and the embodied intentionality of all involved” (45). They critique the notion of creativity as a form of genius that is uniquely the domain of artists, and [similar to Basting (34) and Zeilig, West & van der Byl Williams (40)] advocate for a broader view of creativity that “account[s] for the everyday and ordinary creativity of ‘regular’ citizens, including persons living with dementia” (45). Kontos, Grigorovich & Colobong further call for scholars who are adopting embodied and relational approaches to creativity to more fully engage with theoretical and empirical scholarship, “either in terms of understanding how the body is a site for the inscription of discourse and the making of particular subjectivities, or in terms of how capacities, senses and experiences of bodies are central to the exercise of human agency and citizenship” (45).

The COVID-19 pandemic presented a profound challenge to arts-based, co-creative projects that worked with people with dementia and relied on collaboration, relational support, experimentation, extended time together, and embodied practices. Many such projects had to make a quick decision about whether to transition to virtual delivery, with little research to support its effectiveness, efficacy, or recommend best practices. As well, limited infrastructure, resources, and guidelines to support implementation were available. Since the “pandemic pivot”, research has begun to emerge about online programs for older adults, including people living with dementia. Despite widespread prejudice around older adults that predicted their limited capacity with technology, older adults are reported to have used digital technology during COVID-19 to connect socially, access resources, and manage isolation (46, 47). A systematic review by Rai et al. of digital technologies specifically for people living with dementia, reported evidence that “technologies hold potential to improve quality of life and reduce isolation/loneliness for people with dementia” (48). Further, MacRitchie et al.'s scoping review of research on technology-assisted creative arts activities for older adults living with dementia, found technologies were mostly designed for music activities (listening, and music-making), storytelling and visual arts. Devices used included applications for tablet or computer, portable media players, video game systems, Virtual Reality (VR) and online software, thus demonstrating people with dementia were capable of engaging with a broad range of technologies. The majority of devices were reported to be custom-made and at the prototype phase (and not commercially available). Their recommendations for future research were to involve people living with dementia increasingly in co-design, to progress device development past prototyping, and to investigate comparisons across devices and across arts-based activities (49). Canadian researchers Faieta et al. (25) found that amongst care partners separated from their loved one with dementia during COVID-19, the majority perceived the need for smart mobile device (SMD) app use—a particular kind of digital technology—for example, video conferencing apps, messaging apps, browsers, etc. They found “more limited SMD app use was associated with poorer mental health outcomes” for care partners (p. 6). Further, a Texan qualitative study (51) of virtual memory cafés for individuals with Alzheimer's and related dementias and family care partners during COVID-19, found the virtual cafés offered important benefits including: “reprieve” (p. 4) from daily life and the stressors of the pandemic, a reminder of “what is still possible” (p. 5) despite living with dementia, a sense of “connectedness,” “belonging,” (p. 5) “community” (p. 6), and “inclusivity,” as well as “cognitive stimulation,” “education,” and “resources.” (p. 7) The researchers argue that virtual models may support social connectedness beyond the COVID-19 context, but that attention must be paid to the issues of access to technology and limitations of virtual engagement for those with late stage dementia (50). These studies point to the potential benefits of digital technology and virtual participation for people with lived experience of dementia and their care partners, and suggest the need for further research around access and implementation.

In terms of virtual arts-based programs, art workers in the UK reported that remote delivery of arts activities helped people with dementia gain a sense of community, find structure and purpose, combat physical isolation, and contribute and share, though they noted that setup and maintenance could be issues to access, and that some people with dementia could experience challenges interacting through technology (51). A Brazilian intergenerational virtual participatory arts program, Playful Living, designed to promote wellbeing and social connection among vulnerable older adults (mostly with aphasia and dementia), reported 83.7% adherence suggesting feasibility and acceptability, and noted that participants reported feelings of social connection and a sense of having learned together (52). Thompson et al. used interpretive phenomenological analysis and collaborative song writing to analyze participants' experiences with a virtual format in an Australian therapeutic community choir for people living with dementia. The experience reportedly “was acceptable, provided relief from the stress of COVID-19, and kept members connected” (53). However, technological limitations, such as accessing and learning new technology, and having the right equipment and someone to help them learn to use it were noted as challenges (p. 19). Research on virtual arts-based programs for people living with dementia and care partners remains quite limited, however, and most studies describe the experiences of participants, but not the “how to” aspects of the engagement. One exception is Kontos et al.'s qualitative study of participants with dementia who took part the Canadian Sharing Dance Seniors program, which involved remotely streamed dance sessions in long term care and community settings (54). The researchers provide details of how the program unfolded involving on-site facilitators and an emphasis on creative expression. They also identified and gave specific examples of how, in response to virtual instruction, persons living with dementia showed intrinsic capacities for creative self-expression, including playfulness and imaginative verbal and nonverbal engagement. According to the researchers, the participants “co-constructed and collaboratively animated the narrative of the dances,” participating with playfulness and sociability (p. 714). However, while instruction was virtual, participants took part in face-to-face groups, so they were not collaborating with each other virtually. While much research on programs developed throughout COVID-19, no doubt, forthcoming, a recent Baring Foundation report, Creative Aging in Lockdown and After (which provides numerous case studies of online arts initiatives for older adults), highlights the need within the creative ageing sector “to innovate and adapt through researching, refining, documenting and disseminating new ways of working,” with older adults through technology (55). This article represents a novel contribution to this important, emerging area of research.




2. Methods


2.1. Study context

Raising the Curtain on the Lived Experience of Dementia (RTC) was a 5-year (2017–2022) research collaboration between three partners: Douglas College in Coquitlam, B.C., Canada (education), Good Samaritan Society's Christensen Village, a long-term care home in Gibsons, B.C. (health care), and Deer Crossing the Art Farm in Gibsons, B.C. (participatory arts). The RTC team was comprised of researchers (academic researchers, a postdoctoral researcher, and research assistants), artist facilitators (or AFs, who were professional artists with experience in community engaged arts), individuals with the lived experience of dementia (called peer collaborators within RTC), and peer collaborators' care partners (who were their spouses or children). In RTC we sought to answer two research questions: “What is the lived experience of dementia?” and “How can participation in collaborative creative engagement (CCE) enhance the well-being of people living with dementia, their family and caregivers, and our society as a whole?”

RTC was guided by a community-based participatory research framework (CBPR). CBPR operates from a value base of sharing power and resources, and working for beneficial outcomes for all participants (56). It aims to foster equitable community engagement and active citizenship (57) through utilizing unique partnerships, methodological innovation, and community engagement in the co-creation and co-mobilization of knowledge to address issues of importance to community members (58–60). In CBPR, diverse perspectives (e.g., artistic and scientific) stimulate and inspire each other and enrich processes of collaboration (61).

All of RTC's project activities fostered the iterative interplay between CBPR and collaborative creative engagement (CCE). CCE is a “social and embodied experience of meaning making.” (62) because it unites cognitive processes, creative probing and expression, and emotional experience (62). It is similar to the creative care (34) and co-creativity (40, 44) approaches described previously in the literature review. The interplay between CPBR and CCE was driven by and supported our commitment to create inclusive communities for individuals living with dementia, to build collaboration between all team members, to value different kinds of knowledge, and to create spaces for advocacy and social action.

RTC began by collecting data about peer collaborators' lived experience of dementia through a focus group. Themes derived from the focus group data were then used to structure the first “round” of CCE workshops. Data gathered from the first round of CCE workshops were used to further refine and develop the themes. The CCE workshops were collaboratively planned with input from peer collaborators. They were run by AFs using diverse media (for example, theatre, music, visual art, new media), but leadership was shared across the team, and researchers also attended. Over the 5 years, RTC's implementation of CCE varied between large and small groups and between in-person and online delivery. Between September 2017 and March 2020, RTC held 40 2-h in-person CCE workshops with peer collaborators that did not include care partners, and two face-to-face performances for invited audiences. For a more detailed description of these CCE workshops, see Reid, Landry & Henderson (63). In March 2020, pandemic public health orders suspended in-person CCE workshops. The team collaboratively made the decision to continue CCE remotely; from April 2020 to February 2022 all project activities were distanced, involving Zoom, and (for two peer collaborators and their care partners) several telephone sessions. Moving RTC online involved a significant amount of planning and an amendment to our ethics protocols. Moving the project to Zoom (primarily) enabled the continuation of CCE workshops, however it also involved greater exposure to the homes, family and friends of team members and research participants. We remained mindful of the blurring of these boundaries and careful in our documentation of the CCE sessions.

To mitigate concerns about peer collaborators and care partners navigating technology, becoming confused or fatigued online, and lacking necessary art supplies, the RTC team changed the structure of CCE. Now each AF was paired with one peer collaborator and their care partner, and a student research assistant (RA) supported as needed. AFs, peer collaborators, and care partners met in smaller groups, usually with two peer collaborators, their care partners, and their AFs. Workshops became more focused on individual interests, rather than the whole group doing the same activity as had been the case for in-person CCE. This phase of the project included over 120 1-h virtual CCE workshops, and two virtual performances where researchers also collaborated with AFs and peer collaborators (64, 65). The virtual CCE workshops were recorded on Zoom alongside the documentation of fieldnotes by the student RA in attendance. After each workshop the student RA reviewed the recording and added portions of the verbatim transcript into the fieldnotes that were relevant to the broader research question and that upheld our team's ethical commitments (Team members agreed that full verbatim transcripts were unnecessary but that excerpts that were relevant to the primary research questions added depth and accuracy). From March to June 2022 RTC re-introduced in-person engagements that adhered to the public health mandates, in conjunction with continued online sessions. In these last months of the project RTC held five in-person CCE workshops and hosted two days of live-streamed hybrid performances and presentations in which all team members participated (66, 67).



2.2. Research design and methodology

While the overall goals of RTC were broader, this article represents a more focused sub-study of the project's transition to virtual CCE. It was inspired as we coded data collected throughout project's virtual transition that suggested the relevance of this topic. This sub-study explored the research questions: What are key elements of RTC's unique virtual CCE approach?; and, how did virtual CCE impact the well-being of our peer collaborators living with dementia and their care partners? The sub-study used a qualitative design, informed by the principles of CBPR. In CBPR clear distinctions between researcher and research participant become untenable in the context of peer research where “researchers are known to participants and do not always leave ‘the research field’ when the project is over” (56). Because RTC was a lengthy, collaborative project in a small community, team members were embedded in and contributed to the data gathered. However, we remained consistently committed to our own training and reflexivity, both of which were deeply integrated in our ethical commitments, research processes, and bi-monthly team meetings. In this sub-study we used reflexive thematic analysis (6, 7) to develop trustworthy, rich descriptions that reflected participants' verbatim descriptions of the processes of virtual CCE and its influence on peer collaborators' and care partners' sense of well-being.


2.2.1. Data collection

This sub-study used qualitative data that had been collected in RTC for broader purposes, and analysed it to answer the specific research questions of the sub-study. The data set involved 5 semi-structured interviews (30–90-min in length) with 5 researchers, 23 interviews with 8 AFs, and one focus group with 5 AFs. While the data set for the broader project was larger and more equitably represented all voices within the project, this data set gave greater voice to AFs because of their central role in organizing CCE sessions, and because their experience as professional artists meant they could speak to the artistic processes and techniques beyond a lay understanding. The AFs participated in three sets of interviews: the first shortly after the pivot to online engagement (summer 2020); the next slightly later during virtual CCE activities (winter 2020 to spring 2021); the final near the end of the project (spring 2022). In order to represent the voices of peer collaborators and care partners, especially as related to their experiences of well-being, we used 11 interviews that were conducted with them by AFs during four livestream online performances for public audiences. We also used one care partner panel discussion, also from a livestream performance. These data were chosen over conducting additional interviews with peer collaborators and care partners because out-of-context interviews were difficult given peer collaborators' experiences of short-term memory loss, because the team had jointly chosen to concentrate energies on public sharing activities, and finally, because in the pandemic context, additional research interviews felt burdensome to peer collaborators and care partners. More details of the data set appear in Table 1.


TABLE 1 Data set.

[image: Table 1]

AF and Researcher interviews and the AF focus group, used semi-structured interview guides, including open-ended questions such as the following: For you, how is the experience of working online/virtually? What changed because of COVID-19? How did changing the format from in-person CCE to virtual engagement change your creative process or practice? What was lost and what was gained? What is needed to maintain continuous and meaningful engagement? The online peer collaborator panel was also guided by semi-structured questions about experiences with RTC and virtual CCE. Interviews with peer collaborators were more open-ended around a collaboratively pre-chosen topic (for example, discussing a particular artistic creation), and responsive to peer collaborators' in-the-moment interactions.



2.2.2. Demographics

Of the 31 participants in this sub-study, 24 team members lived in the local community, 6 lived in a larger city 45 min away, and one lived in another small distanced community. Twenty-three of the team members had been involved with RTC since its inception in 2017. Across 8 AFs, artistic expertise included: theatre, visual art, film making, podcasting, photography, web-design and new media. The 9 peer collaborators ranged in age from their 60's to 80's. They had diagnoses including Alzheimer's Disease, Vascular Dementia, and Lewy Body Dementia. While all peer collaborators had early-stage dementia when they began RTC, at the time of this sub-study the stage of their disease ranged in severity. Eight named English as their first language; one named German. Three care partners were children of peer collaborators, 6 were spouses (of these, two were same sex spouses). Eight peer collaborators lived in the community with their care partner(s), and one lived in long-term care where their care partner also lived. Two couples chose to do some of their CCE sessions by telephone. The others did sessions by Zoom and occasionally FaceTime. The devices used by peer collaborators and care partners were as follows: 5 pairs exclusively used iPads (of these one pair had the iPad connected to a larger monitor provided by RTC); one pair exclusively used a desktop computer; one pair used a combination of iPad and phone calls; one pair began with a combination of desktop computer and phone calls but due to technical difficulties transitioned to an iPad provided by RTC; one pair used an iPad for large group sessions and performances but chose not to participate in small group CCE sessions.



2.2.3. Data analysis

To remain consistent with our CBPR framework we used a collaborative approach to reflexive thematic data analysis (6, 7). All recordings were transcribed verbatim by research assistants or the first author. Pseudonyms were used to de-identify data in all Researcher and AF interviews and the AF focus group. Because the peer collaborator and care partner data came from transcripts of public livestream recordings, in which they chose to use their real names and consented to have permanently posted on YouTube, their real names have also been used in this article. Verbatim transcripts were analyzed using the software programs NVivo 11 and MS Word. The first author (a postdoctoral researcher on the project) was not able to access a computer with the NVivo 11 license due to social distancing, but having previously used NVivo, was able to replicate a similar style of coding using MS Word. Therefore, the coding style and processes for all researchers were aligned. Researchers immersed themselves in the data, reading and re-reading the transcripts, reviewing reflexive fieldnotes, and relistening to recordings when necessary. Initial “codes were descriptive and closely reflected the data. The researchers used constant comparison to compare and contrast codes, grouping and regrouping them into higher level codes. Initial coding of about half of the interviews was done by RAs with oversight by the article authors. Most of these RAs had participated in the CCE workshops and recorded the fieldnotes. After initial codes were collaboratively decided, a code book was created to guide the RAs and create consistency. The authors and an RTC researcher met regularly with the RAs to discuss and compare coding, and to adjust the code book to incorporate their insights. The other half of the interviews and the focus group transcripts were coded by the first author, who then compared and contrasted this data with the data coded by RAs to create conceptually higher-level codes and overarching themes. This allowed for the analysis to reflect the relationships between the codes and broader themes and achieve rich descriptions of participants” experiences (58). To establish trustworthiness, the first author engaged in member checks by email and the focus group with the AFs; this involved presenting coded data, asking for feedback, and making adjustments to make sure AFs felt it reflected their insights. Throughout the project coded data was also shared with peer collaborators (and later care partners) through creative engagements and refined based on their responses. Triangulation across participant groups was also used to enhance the credibility of the data, and the multiple perspectives of the RAs and the two authors also helped confirm the codes and themes reflected the data. The first author used a reflexive journal to record and reflect on assumptions and consider how they might influence the analysis process, and she also kept and reflexively analyzed detailed analytical memos. The second author followed the audit trail and reviewed coding to make sure decisions reflected the perspectives expressed by participants.





3. Results

Five themes were identified. The first four describe the processes of CCE. The fifth details the peer collaborators' and care partners’ experiences of well-being related to CCE engagement. In these theme descriptions, the following acronyms are used to indicate roles of speakers: AF = artist facilitator; R = researcher; PC = peer collaborator; CP = care partner.


3.1. Adjusting expectations and adapting to technology

Quite early in the COVID-19 pandemic, when social distancing orders came into effect in British Columbia, RTC made the choice to shift its activities online. As Adam (AF) described it, “going virtual” meant that “we as a team and myself personally, had to adjust expectations and adjust the kind of engagement or exercises we would do.” In some cases, shifting to virtual team meetings facilitated participation for team members at different locations. Charlotte Rae (R) noted,


Because of COVID so much of the project was transitioned to being virtual that I was able to participate to a much greater degree so for me it was actually a big benefit as it meant that I could take part in the project in a more central way.”




3.1.1. Including care partners

Working together from a distance brought challenges and revised expectations. One of the biggest changes to the project was the involvement of care partners. When RTC met in person prior to the pandemic the CCE workshops provided a space for peer collaborators to have independence from their care partners, and for care partners to have a break in their caring responsibilities. Now involving care partners was necessary to help peer collaborators manage the technology and scheduling. As Sonia (AF) noted, “after we went online, we became a bit reliant on care partners to act as co-facilitators, and especially in the tech and getting the person [peer collaborator] to be present, physically present.” Esme (AF) elaborated on the new learning required for care partners: “A big part of it was dealing with the technology itself … I mean her daughter was the person who would set everything up for us but it was new for her as well.” Despite the challenges and loss of time apart for peer collaborators and care partners, involving care partners in creative engagements had strong benefits, as DD (AF) described:


there's probably lots of moments where the zooming really, really worked. It created a forum for us to bring the partners in … the caregivers. And I think that's a nice progression of this project. And I think it's supported the partners in ways and made them feel more a part of that, rather than, you know, they drop their partner off. They're engaged … and challenged.



Involving care partners and connecting via technology required adaptability, as it meant new demands on everyone.



3.1.2. Developing caring and supportive virtual practices

The team also was compelled to develop caring and supportive approaches to virtual practice. As James (AF) put it “the team making that switch to … going online, it developed a whole new set of skills.” The team had to spend more time and develop ways of providing technical support. Elizabeth (AF) described this, “I feel like we did a lot of back and forth to try and help get our participants online, like we cared a LOT.” One of the researchers spent more time “touching base with people, reminding them, offering emotional support and encouragement regarding the technology” (Charlotte Rae, R). Jade (R) described the type of support that was needed, “support for the simplest things with technology, moving to a new device, how do you change your volume?” Elizabeth (AF) recounted driving to a peer collaborator's house (once social distancing orders allowed outdoor visitation) to help troubleshoot from outside,


I went to his house…to try and troubleshoot his Wi-Fi and where it would reach and I think he had the wrong passcode… I got my other sheet of passwords… I think we did give him an iPad to support that and then tech support.



In some cases, the team provided peer collaborators with devices to use. Strong support was required, as Elizabeth (AF) put it, “for a lot of people [peer collaborators and care partners], the technology was a really scary thing to go into, it was really stressful for them.” Thus, the team put much thought and effort into making the experience as approachable as possible.

For AFs, switching to online with little notice meant they were learning how to use virtual tools effectively at the same time as helping peer collaborators and care partners adapt to Zoom. As Esme (AF) expressed, this was a steep learning curve, “I had never done a Zoom conference much less FaceTime or anything like that. I don’t have a huge facility or aptitude for technological things. So that's been a bit of an uphill challenge.” Even for AFs who had more facility with technology, changes in how they prepared for CCE sessions were required. Ki (AF) described how virtual CCE required their workshop planning and preparation to be more methodical and purposeful:


Having one of the participants that speaks the least, I would spend a large amount of time in between sessions trying new things, try[ing] to be more prepared. Look over my video from before, … how can I make this so that she feels comfortable? And she's not so alienated by this technology … that she doesn't get any benefit out of it.



Participating in long Zoom sessions was difficult for peer collaborators, Louise (AF) described, “This Zoom wears them out after like an hour tops, they're done.” But Zoom fatigue was not unique to peer collaborators. Participating in Zoom sessions could be challenging for all team members,


A Zoom call for anyone for two hours, I think can be hard on the brain and the psyche and everything. It's quite draining. So, I think making adjustments and keeping our timeframes short has been more successful in transitioning to an online space (Elizabeth, AF).



Thus, the team shortened the CCE sessions to 1-h, and used smaller groups. Sonia (R) noted “when we broke up into smaller groups … it really highlighted just how meaningful the work was to the individual [peer collaborators], because they were so willing to work with us” Adam (AF) further elaborated that Zooming with smaller groups was “probably the most exhausting, but also the most rewarding part, cause you were developing this really strong relationship.” To accommodate fatigue, the team also adjusted the pace of CCE sessions. Adam (AF) explained: “It's certainly slowed it down even more because it had to be … more methodical and creating simple exercises that could translate to a virtual engagement.”

With this came certain losses, particularly in casual interactions. Ki (AF) lamented that “it just wasn't the same as being in a whole room with chatty, interesting people who are excited to be with one another.” But as Sonia (R) pointed out, virtual engagement also brought “a whole new level of intimacy with our participants, to be in their homes, to see their interactions with their partners, to be spending so much one-on-one time with them.” DD (AF) also detailed how working in smaller groups meant that peer collaborators received more individual attention, “we are one-on-one… it became much more specific and catered to their strengths, or the world that we know they like to resonate in.” AFs noted some benefits in terms of their own accessibility; “I can actually be more focused for an hour” (DD, AF). Virtual engagement also made participation more accessible for people who lacked transportation,


The one thing we gained was that we didn't have to deal with the headache of transportation… it was just a challenge in a rural community like ours where there is not a ton of supportive transportation… so we gained in terms of reach and connection to people. (Adam, AF)



It also made it possible for family collaborations to develop. In the case of Traudi (PC), she and her husband (a poet) and daughter (an aerialist and dancer) created a piece together with the assistance of their AF, which became part of the project's Backstage Pass virtual performance shared with a public audience. Her daughter described the experience as “very emotionally nourish[ing] … very connecting and maybe a little cathartic.” But not everyone was able to adapt. DD (AF) described how some peer collaborators and care partners stopped participating in creative engagements, “I believe two of our participants haven't participated in this last round, specifically because of the challenges with Zoom. Whether it's technological or the feeling of connection, they aren't playing with us right now.”




3.2. Re-imagining creative engagement in virtual space

The shift to virtual CCE not only created the need to support technology use, but also called for the development of new approaches to facilitating, inspiring, and supporting collaborative creative work. This meant drawing on, adapting, and expanding some of the project's previous approaches. Adam (AF) described how this process was both challenging and rewarding,


As we were trying to design activities collectively, … exercises and activities that would work online… I think it really stretched and tested my own ability to be adaptable… in some ways, I think that that was the gift of the Zoom era.




3.2.1. Fostering feeling in virtual space

The first adapted approach the team developed to support virtual CCE was “fostering feeling in virtual space.” The project previously had a strong orientation toward drawing upon feeling as a way for participants to connect with each other, and as a gateway into creative exploration. Feeling each other's presence was key to group cohesion and creative exploration. Esme (AF) noted how she could feel “the joy … coming off the group when the group can come together.” Focusing on affect when working with people living with dementia can be effective, described James (AF), because “people don’t remember what you said, they remember how you made them feel.” Sandra (CP) lauded this approach within RTC,


the feeling of belonging and being amongst friends and the stimulation from the creative engagement lasts long after … having been in the moment and having been thinking and using your imagination and having fun,



Fostering feeling in virtual space, though, did not come as readily as it did in person. Adam (AF) explained,


I come from a live performance or live art background so a lot of your time, energy, thought goes into creating a room, creating a feeling in a room, something in a physical space, so … how do you create that when people are in different spaces?



One technique the team continued to favour in online interactions was “being present” or “being in the moment.” James (AF) explained that “it's not trying to draw on memory all the time, [it's] looking at the moment, and working with the person in the moment.” Louise (AF) emphasized that being in the moment “remove[d] any shame,” because “it wasn't about that [remembering or feeling a certain way], it's just being present.” This adaptability enabled the peer collaborators to exercise more control or citizenship in those moments. Sandra (CP) described the value this has for her mother,


sometimes my mom is concerned that she's going to do something wrong or she's not going to get it right. That doesn't happen here because …no matter what happens, a spontaneous break into song as she does routinely, everybody just joins in, it's applauded and you know people encourage that.



Encouraging this type of presence and adaptability was not only something AFs tried to inspire in peer collaborators and care partners to help them feel at ease, it was also an approach AFs and Researchers adopted themselves.


It's really being in the moment with our participants and recognizing when something is making our participants uncomfortable and being willing to let go of the creative activity that we were hoping to achieve… really allowing the participants to turn the direction of the creative activity with their ideas and with their feelings at any time (Elizabeth, AF).



Attending to breathing was helpful to achieving this type of presence. Louise (AF) explained, “Allowing yourself to go into it with full relaxation and breath is so essential in allowing ourselves to play.” As a result, RTC incorporated breath exercises into some of its online activities within team meetings and creative engagements. They were integrated into the project's collaborative song writing practice too.

One online-specific technique the team found supported being in the moment was avoiding the blurred backgrounds commonly used on Zoom. This allowed participants to see and respond to each other's actual social and physical contexts.


I think on Zoom meetings … the past history of it was to pretend that your background reality doesn't exist, like some people will blur it out and try to have it with the plain background and it's just like, no, I'm here. I'm present… like kind of breaking that Zoom conference energy by integrating the space that everybody was occupying (Elizabeth, AF).



Avoiding blurred backgrounds allowed for the sharing of more intimate, personal space. As a result, the collaborative teams drew inspiration from home spaces to engender positive feelings. Ki (AF) explained that seeing her peer collaborator's home over Zoom was an “opportunity” to be influenced, in the moment, by the objects in her environment,


I could also tell on the Zoom calls that there were like many examples of her artwork because she was a ceramicist, potter, and she made all manners of types of pottery, including visual art … that's framed and hanging on the walls … it's just really extraordinary the breadth of her artistic skill.



This inspired a shared activity, Ki (AF) explained, “their next photo assignment was to take photos of these [lamps she made], and then show me. And so we both did our thing and we came together. And then we made a photo collage of their lamps and my lamps.”

Acknowledging and validating feelings was also important to encouraging emotional expression. Humour was used often as a means of connecting. Adam (AF) recalled the great sense of humour of one peer collaborator, “I remember he… would laugh every time… We just set him laughing. And it was like a bubble burst in the room. And then … it was just so freeing.” However, fostering feeling was not only about encouraging fun, humour, and joy. It also involved acknowledging and validating peer collaborators and care partners' more difficult feelings, and accepting them “where they were at” (Ki, AF). DD (AF) expounded, “if they are grumpy, they are grumpy and if they’re angry about their situation, they are angry.” He noted that one of his mistakes in the beginning was to try to make everyone happy, saying “you don’t have to do that and it's okay… eventually we just find our way out of it or we explore it.” In virtual space, in the pandemic context, fostering feeling sometimes meant acknowledging that Zoom brought frustration, and that, as Adam (AF) put it, “Zoom fatigue, online time, added to our… stress in the sense of disconnection.” Sometimes it meant acknowledging the feelings of isolation and loss people felt about not being able to meet in person. Esme (AF) described one peer collaborator, “She would also say she just missed hanging out with everybody,” and “every week she would ask when are we going to be able to get together again in person.” Sometimes fostering feeling meant accepting the confusion peer collaborators experienced about the pandemic and trying to offer comfort. DD (AF) described how one participant thought everyone was meeting without her,


I would witness how the participant I was dealing with couldn't remember what's going on. She was often wondering how everybody is and assuming that everybody else is getting together in the room that we always get together but she wasn't. So, it was hard to witness her lack of comprehension and her desire for connection.



“Fostering feeling in virtual space” helped the team stay connected and helped sustain meaningful engagement despite the difficulties involved in collaborating online. Esme (AF) recognized how “feeling” allowed for authentic connections, “I think a true strength of our project was the bonds that people made with each other … in that they can witness each other going through a shared experience.” Fostering feeling was also a technique used to connect with virtual audiences during the project's public live stream events.



3.2.2. Inspiring virtual play with intentionality

Building on techniques for fostering feeling, especially being in the moment, the next approach that was key to the project's effective CCE, was “developing virtual play.” Similar to fostering feeling, play had always been a key element to RTC's creative engagement sessions. DD (AF) described the accessibility and effectiveness of engaging from a place of play,


I didn't know anybody who ultimately wouldn't get into the play. Because again, it's play. And if we take out the stigma of “kids do that” … and just make it more about the fun. And there's a lot of things for them to choose, then they start getting into it.



Even peer collaborators and care partners who did not consider themselves “artistic” were able to meaningfully engage in play. Louise (AF) described the success of the team's play approach with one hesitant peer collaborator,


She still is hesitant to be doing anything artistic… [saying] “I'm not an artist,” because she was told she wasn't at a very young age… she came up with … just beautiful, beautiful, beautiful work of expression. And so there's so much in that … allowing them to explore allowing.



Play was often invigorating by way of its novelty, Elsie (R) noted:


I think the … importance of play in RTC is that it makes you more alive when you play… it's like play offers a new experience that is very opposite to what often people might feel or might experience in their day-to-day lives, when they are living with dementia.



Sandra (CP) felt that RTC's playful orientation was central to the positive experiences her mother had with the project,


It's not just the talking … I think that the collaboration and the fun and the encouragement to use your imagination and your intelligence … and the love, I think there needs to be more opportunity for that kind of thing.



However, like “fostering feeling,” play was more challenging to evoke online. Esme (AF) noted that, “if we were meeting in a room, there’d probably be a bit more play.” The team consciously adapted and developed playful approaches for a virtual context. Some of the session warmup activities became more “conversation, check ins” (Esme, AF). The team also found playful ways to adjust warmups, which began each CCE session, to work on Zoom. A favourite warmup was Energy Ball which involved imagining a ball of energy and miming holding it, describing and miming how it changed, and passing it on to another person. Esme (AF) recounted the playfulness and acceptance within the game:


energy ball … if somebody is just like … throws it over their shoulder, we can all laugh at that and go, oh, that was their choice. Or if … somebody blows their nose on the imaginary thing and passes it on, the next person is like, oh, I’m not picking that up like that… if we are wishing them to engage in a performative way to honour the performance that they offer us in a very much of a sort of Theatresports-kind-of-rules way of accepting the offers that they put forth.



The team adapted this game to pass the ball across Zoom windows, finding playful ways to use the camera when simulating passing an object; it was even used in the project's hybrid capstone Encore Showcase (56). Louise (AF) described another warmup game that adapted well to Zoom, “One of the games we would play is ‘What body part?’ and this translated online… what part of your body is/wants to make a sound. And it was great.” Physical warmups helped the group become energized and be present.

Starting gently was another approach to help all team members enter into play in the Zoom environment. Robby (AF) described how this removed pressure and helped build trust:


Just kind of starting with some, you know, basic things like a little name game. And it was good to do gentle things like that, and gentle things that just let people contribute in a very, achievable manner and share something about themselves and that then kind of builds the trust. And once you have trust, then people are a little more available to be vulnerable, right?



It was important, “just to validate … the play impulse” (Esme, AF). Another technique used to achieve this, as well as help balance power relations (both in person and virtually), was for all team members to participate in CCE together. Esme (AF) described this approach,


we're all just rolling up our sleeves and getting in there, side by side, which is valuable. Which is something that we have been able to do on Zoom. Like for instance when we do a creative activity … everybody [each team member] gets to go.



Working together in this way helped minimize power hierarchies and helped to engender empathy and understanding, “There's no escaping play, … you understand the feelings that they [peer collaborators and care partners] might be having, because you also have to do it” (Sonia, R).

Another technique the team used, now that they were virtually sharing more intimate, personal space, was to draw inspiration for play from peer collaborator's home spaces and circumstances. Ki (AF) described how she suggested an activity based on a peer collaborator's and care partner's routines,


“One of our playful investigations was … they told me … they like to go for a walk outside their condo along the waterfront, …They took photos. And so it was like a photo adventure scavenger hunt. They took photos all along their walk. And then they brought it back to the Zoom call.”



Adam (AF) agreed that seeing intimate spaces contributed to creativity, “I think the bonus of Zoom space was …seeing homes.” Elizabeth (AF) added that seeing “garden spaces” became important to the project. In fact, the collaboratively composed “Protest Song” presented at the project's final Encore Panels (57) event used garden imagery (suggested by peer collaborators and care partners) in the lyrics of the song, and photos they took of their gardens in the accompanying video.

Not only did peer collaborators' spaces offer a window into their lives and contribute to playfulness, AFs' spaces were also visible and became part of the fabric of the interactions. Louise (AF) described how attending to her own surrounding space set the stage for playfulness and creativity,


I need to be in my studio. And I do Zoom because I'm surrounded by things that stimulate me, constantly. So, I've got beads in front of me, I've got things that I could draw on. Things I can play with, because that helps me bring it back to the moment.



Animals became a natural part of the Zoom environment and often offered inspiration and sometimes humour. Louise (AF) described the central presence of her dog, “She was essential. Like, when we did it, she was always [there]. She just became part of the virtual reality… and that became a real conversation starter. And then they started looking forward to it.”

While home spaces offered many advantages, peer collaborators and care partners lacked the wide range of art supplies that were available when the project met in person. Many team members missed working more extensively with tangible materials, as Louise (AF) expressed, “there's so much amazingness that can come from that [being online]. But for me, I'm always really grateful for something that I can do with my hands and without the glare of the screen.” To compensate for this RTC turned to mailing packages to peer collaborators, and when public health orders allowed, AFs sometimes drove packages to peer collaborators' houses. Louise (AF) describes this playful experiment,


the participants and our team are sending sort of creative care packages to each other, with art supplies in them… and, what's amazing is like, you can see what's been made so far, and then you're also left with, their kind of scraps… and you can add with your own materials that you have, and then send it on to somebody else.



Louise (AF) further explained that “it's not what you put in the package, it's the intention” and that the packages included “just like little things that would evoke, I don't know, play… like pieces of paper, different colours.” Sometimes team members opened the packages together online during creative engagements. Louise (AF) described the response of one recipient, “she just lighted up.” Being thoughtful about the content was important. The team learned that if the package contents were less intentional, “[peer collaborators and care partners] didn't have that same connection of what was going on in the bag. And so it didn't work for them” (Louise, AF).



3.2.3. Maintaining social rituals

Finally, an important aspect of re-imagining CCE in virtual space was the team's concerted attempt to “maintain social rituals.” Prior to the pandemic, RTC recognized the importance of social rituals in providing social opportunities, creating a sense of connection, and helping with predictability. The project's most important social ritual was “tea and cookies.” Elizabeth (AF) said, “We always felt crunched for time. And regardless, we took tea and cookie breaks with our participants … just having that social time of being together … was always something that we prioritized.” James (AF) mentioned the particular social value that tea and cookies had for peer collaborators,


For so many people with a lived experience of dementia, … their social networks get smaller… it was just this social banter and teasing and that social connection, and just knowing that you're surrounded by friends, right? Like, I mean, it was a really, really, really great friendship circle.



It was not surprising, then, when peer collaborators raised the need to maintain this social ritual in a virtual context. Ki (AF) noted how peer collaborator Betty exclaimed during a creative engagement session “we need food and drinks or cookies.”

While the team found virtual CCE more effective and rewarding when done in smaller groups, RTC occasionally made a point of bringing the entire team together for tea or cookies or other celebratory events in order to maintain the social ritual of gathering as a community. During such sessions team members noticed how much peer collaborators enjoyed seeing each other for social time. Esme (AF) highlighted the sense of enthusiasm such virtual social rituals inspired, “our participants seemed to really enjoy group zooming … the twenty minutes of waving at each other and making jokes was so awesome.” Team members also often dressed up and brought a mug to match the theme of the occasion (for example, Halloween or Christmas) which inspired playfulness and connection.

One event the team organized was a virtual wrap party that took place after the online two-day livestream event Backstage Pass (54, 55). James (AF) spoke to the meaningfulness of this social ritual for peer collaborators and care partners, “In the wrap-up party, … you could really feel that sense of joy and celebration and accomplishment. Fatigue, for sure, but people are just laughing, and they're raising a drink… like, what's next?” Part of the reason these events worked with a larger group (when CCE did not) was that they did not take place too often, they were short in duration (less than an hour), and participation was very open-ended. People could join in conversation or just watch and they could leave whenever they wanted.




3.3. Sustaining reciprocal caring, learning, and support

A central value for RTC was that caring, learning, and support were mutual and reciprocal, and this became important to translate to virtual engagement. Reciprocity was central to the team's approach to relationships, as Elsie (R) described,


I think reciprocity … I don't know, like which one came first, reciprocity or like a sense of community, and a sense of belonging, but I think … attending to this principle helps us to establish a shared sense of community and sense of belonging.



Esme (AF) described how amongst AFs and researchers this meant sharing the lead during CCE, “care happens in the form of if you are in the lead or presenting/facilitating a certain workshop … your fellow artists, collaborators, researchers, whoever's in the room helping by supporting what you're doing.” She also noted how it was important as a leader to receive help by “being open to each other's assistance and observations.” This openness also extended to making space for peer collaborator's ideas and leadership, “It was completely essential to prioritise and to ask what the participants wanted to do … they have the creative power and initiative themselves to build what it is that they want to in the project” (Elizabeth, AF). It also meant recognizing peer collaborators' capacity to provide caring, support, and insights. James (AF) described how this is seldom recognized for people living with dementia,


SOOO MUCH, if they've gone through the traditional way people react to them … they become a burden, right? … So how do you build enough of a relationship and caring and assisting, that it's not a burden–and it's not a burden when it's reciprocal. Because you've done something for them. They'll do something for you and that balance, I think that's important.



Being reflexive about power relations and interactions was essential. AFs, such as Louise, described how this orientation toward reciprocity and mutual support and learning was part of re-imagining more typical ways of engaging with individuals living with dementia, “[it involved] stepping outside the clinical model [or traditional medical model], really. Set it aside.” DD (AF) further elaborated, “it's really in some ways dropping the role of client, it's interpersonal relationships, and a friendship. I never lost sight of my role, but it didn't define how I related with them [peer collaborators and care partners].” This meant that in Esme's role as an AF, she would “sometimes be a contributor and sometimes be a witness.” She further explained, “these are my elders in a community and I want to learn from them as much as I can.”

Part of what allowed this openness and reflexivity to continue to flourish in the shift to online engagement, was everyone's commitment to the project. Esme (AF) described the team's response to the virtual transition, “everyone involved in the project from like, team members, to peer collaborators, to care partners was very deeply committed.” For Elizabeth (AF) peer collaborators' commitment was evidence of how much they cared, “I just was so impressed with the bravery and the adaptability of our participants who felt like no, we still want to see you, and hear you, even if it's online, even if it's on Zoom.” She further elaborated on how support, understanding and adaptability went both ways in the shift to the Zoom world:


The care through technology … it was mutual and reciprocal and we didn't make them feel like a burden, … we were being introduced to zoom around the same time, you know. So we could empathize with the struggles. We were muted sometimes when we didn't mean to be. It bonded us. In a way because we were learning together.



The strength of the team's relationships established prior to the pandemic undergirded the project's ability to maintain reciprocal caring, learning, and support online, “thankfully we had had two and a half years of team building, so those relationships had been strong and formed. I'm not sure how easily that could have been done [working virtually] if we were starting from scratch” (Adam, AF). Many team members described how RTC's continued orientation toward reciprocal caring, learning, and support was deeply valuable to them. Esme (AF) detailed how, for her, offerings of reciprocal care reminded her of her own vulnerability and humanity,


I'm the facilitator, and I'm supposed to be caring for you … sometimes when you have the tension of needing to be there in a professional aspect, to be called into your human self [by a peer collaborator offering care and support] is really valuable, REALLY valuable.



The project's reciprocal orientation was highly valued by care partners too, as Tegan (CP) expressed,


It's given my mom peers. People who she feels safe around and who she IS safe around because so many people don't know how to interact in an empowering way with people who have dementia … she's safe and in an environment within a community.



Finally, DD (AF) commented on the uniqueness of this approach, especially in a virtual environment, “it's a structure that is specifically focused on care and support and listening … it's a structure that is unfortunately rare.”



3.4. Disrupting stigma and welcoming a wider audience

A strong focus of RTC was to disrupt the stigma of dementia. Elsie (R) explained,


[An] intention in RTC … was to intentionally disrupt the stigma of dementia, disrupting the stereotypes of people living with dementia as those lacking capacity and lacking agency… in RTC, particularly people with dementia, were seen as creators, as mentors, as teachers, as performers.



Part of disrupting stigma involved creating safe spaces to talk openly about it. Ki (AF) articulated the significance of this, “[if] you have the lived experience of dementia … you can feel unsafe … if you don't feel like you fit in, or that you belong, or you've been made to feel othered or left out.” She noted the effects this can have on people living with dementia, “either people treat them differently, or life is boring and repetitive, or there's actual harms that are happening to them.” The stigma of dementia was explored in depth from peer collaborators' perspectives using interviews, discussions groups, and creative engagements in an earlier phase of RTC (see Reid, Landy and Henderson) (63).

The shift to online engagement brought the opportunity to further challenge the stigma of dementia, and also the stigma that older adults would have insurmountable difficulties with technology. Elizabeth (AF) noted “maybe one or two have not transitioned to working on Zoom. But for a large percentage of our participants to convert to using Zoom at their age range, it blows me away.” The virtual transition provided peer collaborators and care partners with opportunities to learn new skills which were rarely offered to older adults prior to the pandemic. As James (AF) described, “it made people more comfortable with the technologies, … they wouldn't have learned those skills, … [RTC] gave that commitment, gave that focus … it set a framework.”

One novel aspect of RTC was that, from the beginning, it punctuated its ongoing CCE activities by doing live performances for audiences, in which peer collaborators participated in central roles. Prior to the pandemic these in-person events were for small invited audiences. A significant advantage of the project shifting online was that it could now expand its audience by using livestreaming and publicly posting recordings of events online; “we were able to share that with a bigger audience really, or a more worldwide audience, in our performance of Backstage Pass” (Elizabeth, AF). This type of public performance required bravery,


for our project, and our participants … to shift to a completely changed goal was incredible and surprising, and not surprising. I feel like our participants were so brave in the way that they shared their heart … [to] spend time on a live online event, … like how challenging that must have been for them (Elizabeth, AF).



The online performances went a long way in disrupting stigma. One audience member from Backstage Pass (55) wrote in the performance feedback,


One of the most profound impacts this project has had on me is it has expanded my imagination about what the “lived” experience of dementia could be—and most importantly, has chipped away the corners of my fears of getting dementia myself.



James (AF) described how the reach of the online performances influenced the international dementia community.


The team making that switch to Backstage Pass and going online … It inspired a whole other group of individuals like Gary Glazier and Susan McFadden in Milwaukee and the crew in the Timeslips organization, you know, for them to do their Memory Camp online because they saw this, it reached a much broader audience. That Dementia Lab, also, at Emily Carr tried to do it, so it opened up all these avenues.



For Joan (CP), challenging stigma publicly had great import, “I am just very, very grateful and I appreciate how Raising the Curtain is bringing this whole thing out into the larger community, larger world and the stigma is disappearing.”



3.5. Supporting well-being through empowerment, community, and creativity

RTC peer collaborators and care partners talked about the value the project had for them in terms of their well-being. When asked during a Backstage Pass livestream performance (54). “Why are we doing this? [RTC engagement],” Marguerite (PC) responded,


Well, there's a lot of people who have dementia, and often they're lost or abandoned, or whatever, as so having a program called Raising the Curtain with other people with dementia and people like you to facilitate it, we come to terms with our dementia in maybe more open ways, and we're with a group of people who also have dementia so you’re not alone, and you don't have those stigmas and the things that society dumps on you. And so that's very useful. And you feel pretty good about what you do!



Care partners also expressed how RTC helped empower families by redressing the stigma of dementia. Tegan (CP) noted that because of RTC,


Dementia was being talked about openly in our home and we were openly telling people that dementia is part of our lives. Whereas before there was a fear of telling people… having this community and doing the artistic engagement, I think, was very empowering



Leigh (CP) also expressed how RTC helped his spouse accept her diagnosis:


She's 88, and when she grew up dementia was “crazy” … When we started this program, she was saying, oh, she didn't like the word dementia at all… during the course of this program, she's accepted it. And that, to me, is a major change.



Having a safe and accepting community helped people feel less isolated, as Cheri (CP) expressed, “to be with other people that have the lived experience of dementia and that, it's so critical to connect with other people. So that we're not so alone in the diagnosis.” The sense of community was of great benefit to care partners as well as peer collaborators, “You don't just need community for your partner or a companionship for your partner, but there is a need for a community for both of you” (Joan, CP). Leigh (CP) conveyed the value that the accepting nature of the RTC community had for him,


I love the program for the humour and the acceptance and everything else, and seeing that part. That the person that's still there, but we also have to recognize, sometimes we have to cry together because it's very sad. Sometimes [it's a] very sad journey.



Leigh (CP) also noted that RTC helped expand his community and base of support, “I find that my community has expanded in very unexpected ways and it's been a wonderful journey.”

Care partners described how they felt that the creative engagement aspect of RTC was unique,


It is really the only thing we've heard about in Canada… I've not heard quite something like [this] … there's actually performing things for people to join and be together with and it's very, very crucial for people with dementia to be in. (Joan, CP)



Similarly, Sandra (CP) found RTC's approach to be novel and especially valuable,


I think that the creative engagement aspect of this is something that is very different to [other things] I take my mum to … [it] adds a whole other dimension to the stimulation.



Care partners highlighted the value of the caring nature of RTC's approach, “I'm totally blown away by [RTC] … how respectful it was” (Michael, CP). Tegan (CP) described how RTC created opportunities for advocacy and supported identity continuity for her mother, thus enhancing her well-being:


My mom, she's somebody who's always … been an advocate for all kinds of things in her life and that is a huge part of her identity. And so, for her to feel as though she could advocate for people with dementia was huge, for her to still maintain a sense of her strong identity and validation as an advocate.



RTC's CCE workshops promoted lasting positive emotions for all peer collaborators; “That feeling … that [it] creates within her just lasts her through the whole of the rest of the day and into the evening. And it's incredible to see” (Sandra, CP). For care partners, positive feelings lasted long after too, “everybody who was involved, caregivers as well, whenever it occurred, whenever there was activity, it was a really wonderful thing because you carried that with you for quite a while, often days” (Michael, CP).

While the transition to virtual engagement was felt to lack some of the power of in-person engagement— “Zoom is great and I’m glad you have it but it just doesn’t energize the same way” (Leigh, CP)— care partners and peer collaborators alike felt that it was effective and enhanced their feelings of connection and well-being. Sandra (CP) described the transition for her and her mom,


I would say it did actually work remarkably well. In the initial attempt when we had a screen that had, I don't know, 15–20 people on it didn't work very well because it was a little bit too confusing. But once we went into smaller groups with two facilitators and two participants with their caregivers, that worked really well and my mum was still in, me too… the degree of stimulation obviously was not the same. But it worked and it kept the connection ongoing … once the people appeared on the screen, she engaged with them completely, so it was great that that was able to carry on.



When peer collaborators were asked how they felt about participating by Zoom, Margaret (PC) responded, “it feels great, it feels easy and yes, it feels okay, it feels good.” Sadie (PC) expressed that for her it felt, “Just great! I enjoy people, meeting people and talking to people and listening to their lives. I just enjoy talking probably.” Leo (PC) felt connecting online was valuable, “to me even going through a system like we’re doing here today is a real goldmine in my thoughts.” Traudi (PC) described the impact of collaborating online with her daughter and husband on a dance/song/poetry piece, “real life or real love, real everything, everything REAL is what I shared in.”

Overall peer collaborators and their care partners expressed appreciation for the value and impact of RTC. When asked if the project played a role in improving quality of life for her mother and family, Tegan (PC), responded, “100%. Absolutely, absolutely.” Marguerite (PC) offered her encouragement to the RTC team to continue its virtual engagement, “Good for you. That's what you do when there's a pandemic and there's technology to help … it's a good approach.” Sandra (CP) summarised the valuable nature of the RTC project and online engagement,


I fully believe that without this kind of engagement, my mum's dementia would be more advanced. She steps up a level when with other people and is involved in an activity that is centred around her abilities.



Peer collaborators and their care partners spoke unanimously about the positive impact of their online involvement in RTC on their well-being through the team's ongoing focus on co-creativity, empowerment, and community building.




4. Discussion

Like other studies on the use of digital technologies involving persons with dementia and their caregivers (47, 51, 50, 53), our findings suggest that, while virtual participation was not a perfect replacement for in-person collaborative activities, virtual CCE offered meaningful connection and stimulation to all team members during the COVID-19 pandemic. This was especially true for peer collaborators with lived experience of dementia and their care partners who were are at greater risk of more extreme isolation. Participants in this sub-study felt that virtual CCE sessions offered important social connections, and even more so, generated chances to collaboratively engage from a place of imagination, creativity, improvisation, and play. AFs, Rs, PCs, and CPs, all described how RTC drew on processes of relationality, reciprocity, shared-ownership and co-learning, that were aligned with CBPR principles (56–58, 60, 61). These processes are also consistent with the relational focus and non-restrictive, broadly inclusive understandings of creativity encompassed in both co-creativity (40) and creative care (34) approaches. Layering in CBPR principles brought an attention to method and rigor and heightened our focus on knowledge translation, especially for a broad public.

RTC's virtual context had both drawbacks and benefits in terms of relational citizenship. The relational model of citizenship, Kontos, Grigorovich, and Colobong argue, “broadens understanding of creativity by foregrounding how capacities and senses of the body are central to creativity in everyday life for persons living with dementia” (45). Relational citizenship “foregrounds the reciprocal nature of engagement and the centrality of capacities, senses, and experiences of bodies to the exercise of human agency and interconnectedness,” according to Kontos, Miller and Kontos (32). The body, they contend, has a “pre-reflective capacity to inform and express distinctiveness and relationality” (p. 194), that persists in the face of cognitive losses such as occur with dementia. In RTC, on the one hand, all team members described a loss of collective group experiences and shared group feeling (or vibe) when not in person—the body's pre-reflective capacity to sense and respond to other bodies was challenged, to an extent, when bodies did not share physical space. However, RTC developed playful techniques to continue to draw on embodied know-how in a virtual context, such as adapted improvised movement, mime, breathwork, singing, and tactile activities, often finding ways to use the Zoom lens to enhance creative experimentation. The project also incorporated peer collaborators' previously-learned embodied expressions of creativity, for example, knitting, singing, drawing, and improvised chanting. These were featured in online public performances, along with in-depth conversations about the lived experience of dementia, creativity, and activism, and publicly demonstrated the “intrinsic capacities in persons living with dementia for creative self-expression” (54). Seeing peer collaborators and care partners in their home environments also allowed AFs to use details of their personal, physical space to inspire embodied expressions of creativity and relationality. For example, in one activity everyone found and shared treasured objects from around their home. RTC also did its best to compensate for the loss of in-person group connection by offering occasional group Zoom sessions for the purpose of sustaining social rituals like tea and cookies, post-performance celebrations, and holiday gatherings. Social rituals incorporated embodied and relational actions and responses (such as: toasting, eating and drinking, turn taking in conversation, mutual encouragement, joking and laughing) and were important to fostering relational citizenship in the virtual context.

In addition to challenges, AFs also described relational and creative benefits of the smaller CCE groups. They allowed for more intimate, deeper connections with peer collaborators and the inclusion of activities that catered to their specific interests, talents, and abilities. In addition, RTC's virtual shift expanded relational connections by including care partners, giving them a better understanding of their loved one's creativity, offering them emotional support, and deepening their own creative expression. Noteably, this decreased care partners' opportunities for respite, but care partners in our study found the supportive group experiences more valuable than time away from their loved one. Since RTC's virtual engagements largely took place during lockdown, they also expanded relationships in unexpected ways, involving family members and pets as a regular part of the social milieux. Future projects, then, might consider using a combination of in-person and virtual CCE activities as an optimal way to foster relational citizenship.

Play was central to RTC. Similarly, Zeilig et al. assert that the co-creative process can facilitate well-being through play. In “Dancing with Dementia”, Kontos et al. also highlight the importance of playfulness, describing how participants living with dementia expressed themselves playfully and imaginatively through improvised movement connected to a narrative (54). Further, Swinnen and de Medeiros argue that for persons living with dementia, play is a way to explore potential for expression, meaning-making, and relationship-building and often leads to expressions of joy (68). In RTC, as opposed to these other projects, participants did not share physical space. This necessitated the development of techniques to inspire and support virtual play. Key to this was choosing playful approaches with intentionality. Sometimes warmup activities needed to start more gently in the smaller group context. Validating the play impulse for individuals became increasingly important. AFs used aspects of peer collaborators' home environments (as seen through the Zoom window) to inspire playful activities and responses (for example, two pairs took photos of their gardens and used them as inspiration to co-write a song). The project also used snail mail to send creative materials to peer collaborators, being careful to choose package contents with intention based on knowledge of the person. AFs, PCs, and CPs opened the packages together over Zoom and used the contents to engage in playful and creative expressions supportive of relational citizenship. The experience brought playful “moments of catharsis and release” that allowed for expressions of vulnerability and sharing similar to those described by Zeilig et al. in their With All study. Also similar to Zeilig et al., RTC, sought “an inclusive and equalizing approach” to supporting well-being and agency, and found ‘fostering feeling in virtual space’ to be and effective means of doing so. Fostering feeling involved acknowledging and validating all emotions, including frustrations around social isolation and technology use. CCE techniques were used to explore, validate, and, in some cases shift, negative feelings.

The importance of shared leadership and equally valuing each person's contributions was central to RTC, just like the co-creative process noted by Zeilig, West and van der byl Williams (40). This was reflected in RTC's theme ‘sustaining reciprocal caring, learning, and support’ in which leadership went beyond providing guidance, instruction, or input, to developing equitable processes that fostered care and support. It was important within RTC to create opportunities for peer collaborators to share in expressions of leadership (for example one PC taught her AF to knit), as they equalized power differentials and supported relational citizenship. Zeilig et al. further note that agency can include “apparent passivity, not actively leading”. In RTC, this type of leadership (for all team members) was conceptualized as participating in quiet ways that contributed to group collaboration, coming and going from larger groups according to one's will, and sometimes acting as a witness and holding space.

The rapid development of video conferencing and virtual streaming platforms during COVID-19 allowed RTC to offer virtual live performances to an international audience, further expanding opportunities for peer collaborators to demonstrate and grow their relational citizenship. Dupuis et al. have argued that the arts can be used effectively to challenge dementia stigma by offering alternative narratives that “challenge dominate assumptions, foster critical reflection, and envision new possibilities for mutual support, caring, and relating” (27). In terms of theatrical performance more specifically, Zeilig and Burke note that, while the use of theatre and theatrical techniques to reshape perceptions of dementia have been explored by a number of scholars, they are “only recently being explored with people living with dementia as co-producers” (69). RTC, then, not only adds to the limited research on involving people with dementia in live performance, it also offers novel insights into how to do this virtually. Through involving peer collaborators and their care partners in live virtual performances [that involved high levels of creative expression, care, and education as Basting advocates (35)], RTC disrupted both dementia stigma and stigma around older adults and technology use, and inspired other creative dementia programs internationally to pursue virtual performance.

Navigating virtual engagement required sustained attentiveness to reflexivity (6, 56), especially given the power differential resulting from the fact that RTC researchers and AFs, on the whole, had more facility with, and access to, technology than its peer collaborators and care partners. Hebblethwaite et al. highlight the importance of attending to digital inequities such as internet access and ownership of digital devices, and the varied digital literacy of older adults (70). They note that desire to maintain social connection shifts when infrastructure is poor or initial experiences with digital technologies are unpleasant (p. 174). In RTC it was important, as a team, to thoughtfully and reflexively discover supportive approaches to technology and virtual engagement, such as those described in this article's themes, to creative positive experiences. An iPad was provided to a peer collaborator who did not have their own functioning technology, a large monitor was provided to another who needed it for accessibility, and phone calls were used for those who found on-screen time challenging. Ongoing coaching and support around technology was offered to care partners, AFs and Rs supported each other in learning the technology, and the entire team was committed to developing virtual CCE techniques that continued to support values of access and inclusion. Despite this, not all peer collaborators acclimatized to virtual CCE and several chose not to participate in the CCE workshops once the project shifted to virtual delivery.

Despite the large amount of rich qualitative data that informs this article, a primary limitation is the inequitable representation of team members' voices and experiences. This article represents a secondary analysis of data that were mostly gathered for other purposes. While it provides a rich and interesting view into the opportunities and challenges of CCE with individuals living with dementia, research participants are drawn upon unequally in the analysis. With the stresses of the COVID-19 pandemic and our awareness of the serious mental health risks of isolation and loneliness for the peer collaborators and their care partners, as a team, we prioritized sustaining CCE and the public performances and found ways to document these processes. Peer collaborators and their care partners discussed their general experiences with RTC in the public performances, however it is possible that they may have wanted to present a positive view to the public and might have been more hesitant to talk about negative aspects. An important consideration for future studies and programming is the need to explore condition-specific adaptations that can be made in virtual arts-based program delivery, particularly in attempting to work with diverse forms of dementia such as people living with non-memory-led dementias (for example, accommodating visuospatial challenges for people wanting to access online arts-based interventions who live with Posterior Cortical Atrophy, or behavioural challenges within Frontotemporal Dementia).



5. Conclusion

In the early days of the COVID-19 pandemic, there was the widespread belief that it was difficult, or even impossible, to engage virtually with people living with dementia because a dementia diagnosis was thought to limit meaningful participation, and older adults in general were prejudicially believed to have extreme difficulty managing technology. RTC pivoted almost immediately to continue its creative engagements online with people living with dementia, and in so doing offered novel and specific techniques for implementing CCE in virtual contexts. Project findings offer new perspectives on how virtual CCE not only has the potential to decrease loneliness and isolation and associated mental health risks for older adults living with dementia and their care partners, but also can promote well-being through the intentional use of reciprocal, supportive, and caring engagement processes. Indeed, the positive impact of RTC resulted from team members' commitment to reimagining virtual CCE with flexibility and adaptability. Our reimagining and sustainment of virtual CCE challenges stigmatizing representations of dementia and offers insights into the potential of virtual CCE to promote inclusion and enhance relational citizenship for individuals living with dementia and their care partners.
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cognitions — Dis

Self-esteem — Self-endangering —0.058 =0.092 | =0.03 | <.001™**
cognitions — Disengagement

Altruism — Self-endangering behavior | ~0.080 | ~0.125 | ~0.04 | <0017+

‘Team Identification — Self-endangering
behavior tendency — Disengagement

-0015

0031 | 0.00 | 009"

Self-esteem — Self-endangering behavior
tendency — Disengagement

0014 | 0.02 | 78

Confidence Intervals are based on 10,000 bootstrapped samples.

“Indicates p<.05.
““Indicates p< 01
***|ndicates p <.001.
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Factor loadings

FL: Self-
endangering
cognitions

1.1find it difficult to
say no to my leaders
when I have to fil in for
colleagues.

002

001

2.1 find it difficult to
say no to my colleagues
when I have to fill in for
them.

003

005

3. Thave a hard time
saying no on the phone
when asked if I can fill
in.

~0.04

~0.05

4.1 find it difficult in
personal contact (e.g.,
directly at work) to say
no when asked if I can
fill in.

—0.02

-003

091

5.1 feel bad for the
residents if I don’t fill
in.

057

007

6. When I fill in for
others and give up my
free time, I feel guilty
towards my family/
friends.

014

—0.11

-0.12

F2: Self-
endangering
behavior

7. In the last four weeks
1 have been asked to fill
in for other colleagues.

~002

~001

-002

8. For the past four
weeks, I've been filling
in on my time-off days.

—001

—002

9. In the last four weeks,
1 have had to switch
shifts at short notice
(e, instead of an early
shift, T took on a late
shift the next day).

0.10

061

012

-0.12

F3: Self-
endangering
expectations

10. In order to take
good care of the
residents, my colleagues
should put their own
physical and mental
health second.

0.14

002

073

-007

11.1f a shift needs to be
covered, I expect my
colleagues to step in,
even if they have to
change private plans to

do so.

~0.07

~0.03

011

091

12. When staffis absent,
my colleagues should
step in to save other
colleagues’ weekends/
time off.

0.03

-007

Fa: Self-
endangering
behavior
tendencies

13. If a shift needs to be
covered, T would fill in
to make sure the
residents are well taken
care of.

~001

~0.05

14.1f a shift needs to be
covered, T would fill in,
even if it means.

changing private plans.

Eigenvalue

395

199

200

Proportion of total
variance

028

014

014

The bold values makes it easier to identify the item’s relationship to the factor.
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 chi-square statistic; SRMR, standardized root mean square residual; RMSEA
foot mean square error of approximation; CFI, comparative fit index; TLI
T P, 2
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General

Anxiety-related

Sleep-related

Comparison

Pre-COVID—First wave
Pre-COVID—Between waves
Pre-COVID—Second wave

First wave—Between waves
First wave —Second wave
Between waves —Second wave
Pre-COVID—First wave
Pre-COVID—Between waves
Pre-COVID—Second wave

First wave—Between waves
First wave—Second wave
Between waves—Second wave
Pre-COVID—First wave
Pre-COVID—Between waves
Pre-COVID—Second wave

First wave —Between waves
First wave —Second wave
Between waves—Second wave

**p < 0.0007; *'p < 0.0005; *p < 0.0050.

Difference

—2.56"
—1.08""
-0.58
1.47*
197
0.50
-1.7!
-0.62"
-0.39"
1.23*
1.36"
0.13
0.02
0.04*
0.04
0.02
0.07
0.08"
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Variable

1. Altruism 384 0.67
2. Team 492 135 2
109,35
3. Self-esteem 371 101 04 08
[-09,18] [-06,21]
4. Self-endangering behavior tendency 3.49 1.10 36 it -.03
[:24,47) [.05,31] [-.17,.10]
5. Self-endangering cognitions 294 103 a7 03 -4 33
(14,39 [-11,17] (=52, -30] [.20,.44]
6. Burnout Exhaustion 254 057 07 -4 —36™ —o04 407
[-07,20] [-.27, -01] [-47, -23] [-17,.10] [28,51]
7. Burnout disengagement 2.08 0.57 18 - . -l 28 67
[-.18,09] [-31, —05) [-43, —19] .32, —.06] [.15,.40] [.59,.74)

M and SD are used to represent mean and standard deviation, respectively. Values in square brackets indicate the 95% confidence interval for each correlation. The
confidence interval is a plausible range of population correlations that could have caused the sample correlation (Cumming, 2014).

“Indicates p <.05.
**|ndicates p <.01
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Model 1: DV =Burnout Model 2: DV =Burn Model 3: DV = Self- Model 4: DV = Self-
exhaustion disengagement endangering cognitions | endangering behavior
tendency

SE 95% Cl SE 95% Cl SE 95% Cl SE 95% Cl

Direct Effect LL UL LL UL
Fixed effects

Intercept

Altruism

Team identification

Self-esteem

Time

Random effects
Variance components
Level 1 (Within-person)
Level 2 (Between-person)

Observations
Deviance (-2Loglik)
AlC

BIC

Pseudo R’

Bold indicates the significant value
Confidence Intervals are based on 10,000 bootstrapped samples. Predictor variables are mean centered.
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Variable

Female sex 355
Having a child | 250
Age

15-20 years 10
21-25 years 42

26-30 years 57
31-35 years 58
36-40 years 68
41-45 years 2
46-50 years 37
51-55 years 43

56-60 years 36
61-65 years 14
> 65 years 4

Profession*

Nurse 364
Assistant Social Care 20
Professional Social Care 7

In job training 4
Nursing ion group*

Registered nurse 273
Nursing assistant (1 year certified) 3
Nursing assistant 32
Care setting*

Stationary care setting | 218
Outpatient care setting | 9%
Duration of nursing home affiliation*

0-2 years 108
3-5 years 124
6-10 years 6
> 10 years 98
Duration of duration*

0-2 years 2
3-5 years 81

6-10 years 83
> 10 years 212
Leadership position 124

*These variables include missing data.
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Culture +

=

Planning +

o

Identification +

and families

v

<

<

Robust on-boarding
process and appropriate
training to faciltate PFLE
readiness and meaningful
contributions

Established safe space.
for open dialogue
PFLE partners

Established BHDB PFLE
Engagement Team terms

of reference and

documented project goals

Established regular touch
points and key points of
contact for BHDB PLFE
partners o raise

i rovide

p
¥ Assessed organizational v Identified purpose, role, ¥ Connected with CAMH
readiness and and opportunity for research and clinical
preparedness for PFLE meaningful PFLE coordinators to recruit
engagement in BHDB engagement vith BHDB. interested PFLE partners
initiative and its projects
v Established PFLErole O Connect with ccmmunily
¥ Commitment from BHDB. within BHDB governance partners o re
leadership to meaningful structure inclu erostd ovinal PFLE
PFLE engagement PFLE Engagement Team partnors
for additional support
¥ Established collaborative v Presented overview of
relationships wilh internal O Develop BHDB PFLE BHDB and projects to
and extemal stakeholders plan for including PFLE with opportunities
via BHDB Steering and diversity and equity for interested partners to
International Scientific considerations and ask questions
Advisory Committees ‘engagement evaluation
+ Identify PFLE who were a
¥ CAMH policy and v Developed good match for BHDB
processes, and BHDB implementation plan for initiative based on
budget available for BHDB PFLE stralegy and di d
PFLE honoraria and communications experiences
reimbursements
v Prepared BHDB
stakeholders for PFLE
participation

Improvement

4

pro
feedback, and assess if
goals were met

Evaluation +

reporting

v

<

Oonduclnd BDHB PFLE
debri s i
eva!uale success of
engagement and to
identify areas for
improvement

Conduct formal

ovaluation of BHDB PFLE
engagement using

standardized tool

Reported impact of PFLE
engagement to all
stakeholders
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Interviews with researchers (1 = 5)

Number | Conducted by
RA

Winter 2020

Context

Interviews with AFs (1 =8)

RA (8)

Summer 2020

First author (7)

Winter 2020 to spring 2021

RTC researcher (8)

Spring 2022

Focus group with AFs (n=5)

First author

Summer 2022

In person

Panel discussion with care partners (1 =6)

2 RTC researchers and
1 AF

Spring 2022

Hybrid conducted during livestream public
performances (56)

Interviews with peer collaborators & care
partners (n=9 PC & 9CP)

AFs

Spring 2020 (55, 56) and
Spring 2022 (57, 58)

Conducted online (55, 56) and hybrid (57, 58) during
livestream public performances
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Satisfaction with the
physical environment

Facility

Hygiene and
cleanliness

Atmosphere

Special features of the
treatment in [EHT

Satisfaction with
therapy features

Design of treatment
formats

Function of treatment formats

Qualities of group therapy
in IT

Meeting patient preferences

Satisfaction in relation to
caregivers, fellow
patients and relatives

Satisfaction with

caregivers

Satisfaction with

fellow patients

Satisfaction with

family

Suggestions for
improvements and
continuing

Interpersonal care

Fellow patients and
social environment
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Inpatient treatment (IT)

Inpatient equivalent home treatment (IEHT)

Female 4 5

Male 0 0

Range of age 20-30 30-65

Duration of therapy | Between 3 and 51 days Between 11 and 38 days
Average interview | 55 min 70.8 min

duration

Diagnoses Obsessive-compulsive disorder, recurrent depression, combined

personality disorder, bulimia

Schizoaffective disorder, psychosis, depression, anxiety and panic disorder,
complex PTSD, eating disorder, ADHS,

BTSE. post-batimalic stress disordar ADHE, atisrtion deficitffvperactivity syndrome.
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Demographics  of

demographic data

Characteristics

(

clinical
=22)

staff

who provided

No. participants

their

60-69

Gender
Male

Female

Ethnic background

White British

White Irish

White Other

Black British

Black African

Asian British

No. years working within mental health services at SLaM

3-5 years

7

6-10 years

11-15 years

16-20 years

21-25 years

26 years or more

Missing data
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ographics of service users and carers (N=12)

Characteristics No.
participants
Age
30-39
40-49
50-59
60-69
70+

Gender

Male

Female

Ethnic background
White British

White Irish

Black British

Mixed British

Asian British

No. years accessing mental health services at SLaM

2 years or less

3-5 years

11-15 years
16-20 years

Mental Health Conditions

SMI (Psychosis, including Schizophrenia, Schizoaffective
Disorder, Bipolar Disorder and Depressive Psychosis)
Post-Traumatic Stress Disorder (PTSD)

Neurological Disorders

Physical Health Condi

Obesity

Physical health effects of medication

Missing data
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Characteristics | Cancer survivors | Cancer survivors | P-value
with without
psychological psychological
distress% distress%

Cancer types
Melanoma

Cancer breast

Cancer cervix

Cancer prostate

Cancer colon
Cancer bladder

Lymphoma (non-
Hodgkin)

Lung cancer

Cancer uterus

Other cancers

Number of doctors’ visits

59

10 or more

SD, standard deviation; N, number; SE, standard error.
P <0.05 = sionificant
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Outcome

Unmatched sample estimate (95% Cl)

P-value

Matched sample estimate (95% Cl) | P-value

Afford mental health services (OR) 091 (0.85-0.98) 001 090 (0.83-0.97)

Doctor explained well (OR) 025 (0.13-0.47) 0.001 0.40 (0.17-0.99)

Doctor listened well (OR) 031 (0.17-0.57) 0001 053 (0.23-1.24) 014
Doctor spent enough time (OR) 044 (024-0.48) 0005 0.75 (0.34-1.67) 050
Doctor show respect (OR) 035 (0.18-0.65) 0001 0.42 (0.18-0.99) 005
Access to care right away (OR) 063 (032-1.34) 017 051 (0.22-1.22) 013
Doctors rating (In) —0.09 (~0.15--0.03) 0004 ~0.11 (<021--0.016) 0.02
Number of visits (In) 0.14 (0.04-0.26) 001 021 (0.05-0.37) 001

OR, Odds Ratio for logistic regression models.
Cl, Confidence Interval.
P < 0.05 = significant.
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Variable

1. Self-efficacy

Mean (SD)

24.25 (453)

2. Meaningful activities 39.76 (7.03) 04147 0489 0.400* 0368" 0360 0415 0385
3. Personal recovery 7690 (13.50) 0465 0.439* 0231 0294% 0272 0438
4. Hope 2121 (353) 0.439" 0440 0.082 0333* 0.126 0.106
5. Resilience 5055 (11.71) 0294* 0419 0333* 0407 0054 0.189

SD, standard desviation

“Correlation is significant at the 0.05 level
**Correlation is significant at the 0.01 level
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1. Self efficacy 0349 | 0012 | -0012 | 0134 | (0.049,0584)
2. Personal recovery | 0414 | 0003 | —0010 | 0128 | (0.140, 0.628)
3. Hope 0400 | 0.004* | —0001 | 0109 | (0.175,0.605)
4. Resilience 0360 | 0.009 | -0011 | 0150 | (0.038, 0.605)

R. Pearson correlation; B, Bias: t, standard error; Cl, confidence interval

*Correlation is significant at the 0.005 level.
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Assessment Preparation of
life plan

 Professional * 30 days for
team of the
active referral
mental health
center
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Health

Emotional well-being

Material well-being

Satisfaction

Housing

Self-concept

Work placement

Absence of stress

Income

Physical well-being

Health care

Sleep

Health and its alterations

Activities of daily life

Work and active life

Personal

Leisure

Limitations/capabilities

Relational

Access 10 new technologies

Cultural

Learning opportunities

Digital play

Work skills

Functional skills

@

Interpersonal relationships

Social inclusion

Social relations

Integration

Have clearly identified friends

Participation

Positive social relationships

Accessibility

Partner relationships and sexuality

Support

Family

Autonomous development

Self-determination

Rights

Personal goals and preferences

Privacy

Autonomy

Knowledge and exercise of rights

Decisions

Respect

Elections
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Characteristics
Age (mean, SD)

Participants (N = 59)
49.0 (£11.0)

Gender (% women)

Diagnosis (% psychosis)

Civil status (% single)

Family unit (% alone)

Income (% disability benefit)

Education (% basic)
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Time period

Base line, Jan 2016 to Dec
2017

Number of
clinics

Staff running clinics

Mental health qualified staff
from hospital

Implementation phase
1, Jan 2018 to Feb 2019

Mental health qualified staff
from hospital

Implementation phase
2, Mar 2019 to Mar 2020

Health centre staff trained in
MhGAP and Mental health
qualified staff from hospital
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Characteristics

“Total number of patients (excluding first time
atienders in each period who only attended once)

Base line, Jan
16 to Dec 17

First implementation phase,
Jan 18 to Feb 19

Second implementation phase, after
mhGAP training Mar 19 to Mar 20

Age (in years)

0-17

64 (22%)

143 (21%)

160 (19%)

18-35

107 (37%)

207 (30%)

267 (32%)

36-59

70 (24%)

215 (31%)

265 (32%)

60+ years

46 (16%)

125 (18%)

147 (18%)

Not recorded

1.(0%)

3 (0%)

0 (0%)

Sex

Male

178 (62%)

450 (65%)

515 (61%)

Female

110 (38%)

240 (35%)

322 (38%)

Not recorded

0 (0%)

3 (0%)

2 (0%)

eQuality insurance status

All of the period

112 (39%)

188 (27%)

255 (30%)

Some of the period*

153 (53%)

172 (25%)

175 (21%)

None of the period

23 (8%)

333 (48%)

409 (49%)

Distance from home to BCH

Near (<10 Km) 90 (31%) 94 (14%) 88 (10%)
Far (10-20 Km) 129 (45%) 288 (42%) 298 (36%)
Very far (>20 Km) 69 (24%) 311 (45%) 453 (54%)

*Patients who are only members of the "eQuality” health insurance scheme for part of a year, as they did not continue the subscription for the full year. Probably as they

B
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Variable Base line Jan 16 to Dec 17 | First implementation phase Second implementation
Jan 18 to Feb 19 phase Mar 19 to Mar 20

N (%) | Average monthly | N (%) Average monthly | N (%) Average monthly

attendance attendance attendance

Total number of patients (excluding first time
attenders in each period who only attended once)

Existing and new patients
Patients from previous period 168 (58%) |
New patients 120 (42%) I

[ 548 (65%) |

[221 32%) |
[ 291 (35%) |

[ 472 (68%) |

Frequency of patient attendance

a) New patients (in 6 months from 1st

Attended twice 50 (42%) 194 (41%) 142 (49%)
Attended 3 times 28 (23%) 18 99 (21%) 128 70 (24%) 6.1
Attended 4 times or more 42 (35%) 179 (38%) 79 (27%)

b) Existing patients (in full period)
Attended once 31 (18%) 46 (21%) 137 (25%)
Attended twice 13 (8%) 29 (13%) 88 (16%)
Attended 3 times 10 (6%) 17 (8%) 49 (9%)
Attended 4 times or more 114 (68%) 129 (58%) 274 (50%)

Clinical diagnosis
Epilepsy 137 (48%) 57 264 (38%) 189 307 (37%) 236
Depression 59 (20%) 25 188 (27%) 134 237 (28%) 182
Bipolar affective disorder 25 (9%) 10 66 (10% 47 79 (9%) 61
Psychosis 35 (12%) 15 38 (5%) 27 56 (7%) 43
Child and adolescent disorder, SUD* & Self-harm 7 (2%) 03 16 (2%) 11 25 (3%) 1.9
Other mental illness 23(8%) 10 70 (10%) 50 79 %) 61
Condition not recorded 201%) 01 51 (7%) 36 56 (7%) 43
Type of clinic attended by patient
Hospital based BCH-run clinic” 288 (100%) 229 (33%) 233 (28%)

Community-based BCH-run clinics® 160 (23%) 38 (5%)
Health center-based & run clinics® - - 253 (30%)

Combis of the above clinics = 37 (5%) 96 (11%)

BCH home visits only - 267 (39%) 219 (26%)

Distance from home to BCH

Near (<5 Km) 90 (31%) 38 94 (14%) 6.7 88 (10%) 68
Far (5-10 Km) 129 (45%) 54 288 (42%) 206 298 (36%) 229
Very far (>10 Km) 69 (24%) 29 311 (45%) 222 453 (54%) 348

*SUD, Substance Use Disorders.
Many patients were also seen on home visits.
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Components
TAC Session 1

Assess
Explain purpose of session

* Disclose VL test resuls to client and explain the meaning of suppressed and non-suppressed VL

* Explain reasons for non-suppressed VL results (non-adherence to drugs or drugs may not be working well)
* Discuss implications of non-suppressed results to the client

Determine adherence levels

* Caleulate the adherence score using the adherence percentage formula

Assess client’s barriers to adherence

* Use the adherence assessment checklist to ascertain clients adherence practices.

* Identify barriers to client’s adherence (arising from the assessment)

Identify information gaps from assessment

* Educate client in relation to specific barriers identified
Review benefits of good adherence

» Assess client’s knowledge of benefits

* Provide correct and complete information on

Discuss consequences of non-adherence

* Assess client’s knowledge on the dangers of non-adherence
* Educate client on the consequences of non-adherence

Assist Evaluate the underlying causes of the identified barriers
* Prioritize the barriers

» Identify possible root causes of each barrier (where applicable)

Identify client specific strategies to overcome identified barriers

* Discuss possible options to address key barriers

© Provide information about available support systems e.g, CBOs, peer support groups etc
Discuss the pros and cons of each strategy/option

Agree on Agree on client’s action points to address the key barriers

© Identify appropriate strategies

© Provide relevant and necessary information

Evaluate each action point using the 5 Ws and 1H

© What, where, when, who, which, how?

Document agreed upon action points on the IAC session form
Develop and document a new adherence plan on the IAC session form

Summarize the session

* Review the action points

* Review the new adherence plan

Arrange for ART refill

Explain the schedule for TAC intervention

* Explain the number of sessions

© Emphasize appointment keeping

Schedule the 2nd IAC session

Document the next appointment date on the IAC session form
Remind client to bring remaining pills at next visit
Refer and link to other services as appropriate

IAC Session 2
Assess Assess adherence levels

+ Document the adherence score

+ Compare current score with the previous

Assess progress in dealing with barriers

+ Identify what worked

+ Identify what did not work

« Discuss new strategies

Assess compliance to adherence plan

« Identify what worked

« Identify what did not work

+ Discuss new strategies

Assess for possible new barriers to adherence

+ Use adherence assessment checklist

Advise Do as in IAC Session 1
Assist | Do as in IAC Session 1_
Agree on Do as in IAC Session 1
Arrange Do as in IAC Session 1
IAC Session 3
Assess | Do as in IAC Session 2
Advise Do as in IAC Session |
Assist Do as in IAC Session 1
Agree on Do as in IAC Session 1
Arrange Review Adherence Scores For 1st, 2nd And Current IAC Visits
+ If Adherence Score Is Consistently Good (>95%) For Three Consecutive IAC Visits, Give 1 month Appointment For 2nd VL Bleeding
« If Adherence Score Is Not Consistently Good For Three Consecutive IAC Sessions, Give Appointment For 4th IAC Session
Give Appointment For 2nd Bleeding For VL Test (After 1 Month)
+ Remind And Emphasize To Client To Keep The Next Appointment.
« Flag The Client’s File As Due For Repeat VL Testing (Indicate Due Date On The Red Sticker)
Discuss Reminder Plans With Clients Who Are Due For Bleeding
« Provide ARV Drugs For 1 Month (Strictly)
« Call Client 1 Week To The Due Date To Remind Them Of Appointment
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% Adherence

1b. Distinction of mandated
evaluation/treatment

1c. Confidentiality of

mandated evaluation

2a. Information on mental
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AAMC Guideline ( ) by clause

1a. Schools should provide access to confidential
counseling by mental health professionals for all students.
Institutional policies regarding the confidentiality of
mental health service records for medical students should
be established.

Indeterminate
Instructions on how to access information on available
mental health services.

Adherent
Mention and existence of the availability of explicitly
confidential counseling services for medical students.

1b. These policies should make the necessary distinction
between voluntary and administratively mandated
evaluation and/or treatment.

Instructions on how to access policies regarding
mandatory evaluation/treatment.

Mention of situations and/or criteria leading to
mandatory evaluations and/or treatment.

Ic. For administratively mandated evaluation, disclosure
of evaluation and/or treatment results should be limited
to those who required the evaluation and should be in
accordance with federal or state laws governing the
disclosure of confidential information.

Instructions on how to access further policies regarding
confidentiality of evaluations.

Declaration of confidentiality expectations regarding
mandated evaluations.

2. Schools should have guidelines regarding the
utilization of mental health professionals and/or records

of assessment and treatment by mental health
professionals in proceedings regarding student
advancement and dismissal.

Instructions on how to access further policies regarding
record use in advancement and dismissal.

Mention of use of mental health treatment records
and/or assessment records with regards to
advancement and dismissal, in line with relevant
privacy legislation.

2b. The committee recommends that evaluation and/or
treatment of students be undertaken by non-teaching
faculty or at a minimum, by different individuals than
those rendering advancement or promotion decisions.

Instructions on how to access information on policies on
non-involvement by faculty in evaluation and/or
treatment.

Explicit statement that evaluation and/or treatment
will be performed by non-teaching faculty who are
not rendering advancement or promotion decisions.

3. Schools should publish and regularly update a list of
available mental health assessment and cmmsv_hng

services, the institutional assurance of the

Instructions on how to access a list of resources containing
information on the following: available mental healthcare

services, ies,

Existence of a list of resources containing information
on the following: available mental healthcare services,

policies, accessibility, and cost.

means of access, and the associated costs for their
students.

pol ibility, and cost.
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AAMC Guideline Adherent Nonadherent Indeterminate

#1 - All criteria met 20 (16.7%)

#1 - At least one criterion met 73 (60.8%)

#1 - Zero criteria met 27 (22.5%)

1a. Confidential counseling with confidential records 88 (73.3%) 22 (18.3%) 10 (8.3%)

1b. Explicit distinction of mandated evaluation/treatment 50 (41.7%) 70 (58.3%) 0 (0%)

Ic. Confidentiality of mandated evaluation 24 (20%) 86 (71.7%) 10 (8.3%)

#2 - All criteria met 39 (32.5%)

#2 - At least one criterion met 60 (50%)

#2 - Zero criteria met 21 (17.5%)

2a. Use of mental health professionals/records 40 (33.3%) 75 (62.5%) 5 (4.2%)

2b. Non-involvement of providers 95 (79.2%) 25 (20.8%) 0 (0%)

#3. List of services, confidentiality, access, costs 36 (30%) 19 (15.8%) 65 (54.2%)
Total # of guidelines met: ‘The total # of guidelines met only demonstrates

No Guidelines 64 (53.3%) comprehensive, rather than partial, adherence.

One Guideline 33 (27.5%)

Two Guidelines 7 (5.8%)

All Guidelines 16 (13.3%)
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Comparison Comparison Interaction
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Condescending claims

Verbal aggressive threats

‘Threats of physical violence against
someone in your own family

‘Threats of physical violence

Being physically abused during an
intervention

Receiving a death threat when on
duty

Becoming infected with a discase
during an intervention

Internal fear of being atiacked

Informing next of kin regarding the
death of a person

Being exposed to odor from a dead
body

Handling body parts in connection
with suicide or accidents

Police intervention against crowd

Working night shift

‘That my colleague was suddenly
shot, which led to serious injury or
death

‘To be injured by chemical substances

Lacking a good supervisor

‘That reorganization takes place

That the division of roles is unclear
in the unit or in the organization

Living with guit related to
unsuccessful assignments

Lacking advanced knowledge in
police work

‘That internal investigation is carried
out when mistakes are made

‘The cumbersome paperwork

‘That supervisors do not do their job

‘That the law is ineffective in dealing
with interventions against offenders

Having access to poor and outdated
equipment

To be away from family because of
business travel within the country

To be away from family because of
business travel to another country

To have a low degree of
communication with one’s life
partner

Not to receive support from one’s life
partner when it comes to conflicts at
work.

Not sharing anything from my work
in order to not disturb my family

‘That family members have reccived
death threats

‘That the image of the police is
distorted on the internet and in the
media, such as TV and newspapers

It is hopeless to be a police officer

That I feel that police work has
become much more difficult than
before

That the work culture within the
organization disturbs me

Performing new routines in
connection with i

My colleagues’ view of me

Regreting becoming a police officer

To perform tasks that are against my
own values

Being harassed or receiving a death
threat when off duty

Not being able to do the job due to
scarce personnel resources

Meeting vulnerable people without
being able to help them






OPS/images/frhs-03-1032317/crossmark.jpg
(®) Check for updates.





OPS/images/cover.jpg
& frontiers | Research Topics

World mental health day
key drivers of risk to
mental health services
and innovative solutions
2022






OPS/images/frhs-03-1111677/frhs-03-1111677-t001.jpg
Characteristics

Age Mean (SD)

Cancer
survivors
with

psychological

distress

N=176
(5.89%)
57.65 (15.42)

Cancer
survivors
without

psychological

distress

N=2814
(94.11%)
65.15 (13.85)

Sex N (%)

Female

119 (691)

1,603 (93.09)

Male

57 (4.50)

1,211 (95.50)

Race/Ethnicity N (%)

Hispanic

27 (957)

255 (90.43)

Non-Hispanic- White

123 (532)

2,191 (94.68)

Non-Hispanic- Black

18 (6.64)

253 (93.36)

Non-Hispanic-Asian

<5 (588)

48 (94.12)

Non-Hispanic-Other

5 (6.94)

67 (93.06)

Poverty N (%)

Poor

56 (15.82)

298 (84.18)

Near poor

14 (10.14)

124 (89.86)

Low income
Middle Income

10 (10.18)
38 (5.07)

353 (89.82)
711 (94.93)

High Income

28 (2.06)

1,328 (97.94)

Insurance N (%)

Private

64 (3.57)

1,729 (96.43)

Public

108 (9.42)

1,039 (90.58)

Uninsured

<5 (8.00)

46 (92.00)

Smoking

No

75 (4.74)

1,508 (95.26)

Yes

39 (15.54)

212 (84.46)

Regular Physical activity

No

127 (8.10)

1,441 (91.90)

Yes

39 (2.84)

1,335 (97.16)

Having chronic conditions

No

6 (1.70)

347 (98.3)

Yes

170 (6.45)

2,467 (93.55)

Explain

Never/Sometimes

18 (18.56)

79 (81.44)

Usually/Always

74 (4.92)

1,431 (95.08)

Listen

Never/Sometimes
Usually/Always

20 (17.86)
72 (4.82)

92 (82.14)
1,421 (95.18)

Respect

Never/Sometimes
Usually/Always

17 (18.28)
52 (5.05)

76 (81.72)
978 (94.95)

Spent time

Never/Sometimes

19 (12.67)

131 (87.33)

Usually/Always

73 (5.01)

1,384 (94.99)

Access to care right

Away

15 (17.24)

72 (82.76)

Never/Sometimes

49 (7.81)

578 (92.19)

Usually/Always

Doctor rating mean (SE)

7.5 (023)

SD, standard deviation; N, number; SE, standard error.
P < 0.0 = sionificart.

85 (0.04)
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Variable Unadjusted Adjusted

95% CI 95% Cl
Age 99 | 98,101 | 100 .98 101
Gender (reference: female)
Male 76 | 52,112 | 94 | 62,143
Other 46 | 10,210 | 38 | .079, 180
Income quintile (reference: Q1, lowest)
@ 187 | 110,318 | 224 | 126,3.97
Qs 167 | 97,286 | 121 | 69,214
Q4 229 | 128,408 | 128 | 67,245
Qs, highest 199 | 112,354 | 129 | 67,249
Level of suicidal behaviour (reference: none)
Ideation 105 | 69,161 | 114 | 72,180
Planning 78 | 43,142 | 90 | 48,169
Selfharmy/attempt 105 | 65,170 | 114 | 67,194

Distance from residence to CRC ' 1.07 1.03,1.12 1.09 1.03, 1.15
Prior 1-year visit (reference: no) = .40 27,58 43 .28,.64
Substance use problem 74 | 52,104 | 79 | 54,117
(reference: no)

Cognitive disorder (reference: 92 44,192 144 63,326
absent)

Depressive or anxiety problem 219 1.36,3.52 144 80,259
(reference: absent)

Personality disorder (reference: | 90 = 63,1.28 | 1.03 69, 154
absent)

Bipolar spectrum disorder 1.06 | .55,2.06 (119 55,259
(reference: absent)

Psychosis (reference: absent) 26 13,54 40 .18,89
Other (reference: absent) 94 | 48,186 | 88 | 43,182

Bokled vkiss reprasait ststistically sionificat resilts (o< 05}





OPS/images/frhs-03-1111677/crossmark.jpg
(®) Check for updates.





OPS/images/frhs-03-1111677/frhs-03-1111677-g001.jpg
Afford
Mental
Health
Services

Visits no.

Rating

Access
Right
Away

Provider
Respect

Time
Spent

Provider
Listen

Provider
Explain

'
|
|
|
|
|
i
|
|
|
|
i
|

—e—il
1
|
|
1
t
|
|
|
f
|
|
|
|
|

T
0.00

T
0.20

T
0.40

T
0.60

T
0.80

1.00

1.20

T
1.40

T
1.60

d
1.80





OPS/images/frhs-03-1111677/frhs-03-1111677-g002.jpg
90.00
80.00
70.00
60.00

50.00

94.37

84.85
15.45
l 563
|

Significant Distress No Significant Distress

mAfford mNot afford





OPS/images/frhs-03-1030396/crossmark.jpg
(®) Check for updates.





OPS/images/frhs-03-1030396/frhs-03-1030396-g001.jpg
“VIRTUALLY" RECEIVE CSU STANDARD

SERVICES WHILE REMAINING IN THEIR
OWN HOME
k3

CONNECT WITH

H COGNITIVE
e EMONE on VIRTUAL CRISIS THERAPY WITH
ONLINE «- STABILIZATION --» MINDFULNESS
PLATFORMS UNIT SKILLS BASED
SUCH AS ZOOM . . CLASSES

ACCESS TO CRISIS WORKERS, DAILY 1:1 ASSESSMENT
MENTAL HEALTH CLINICIANS, AND ACCESS TO CLINICAL
PSYCHIATRIC NURSES, CLINICAL STAFF 24 HOURS PER
TEAM LEADS, AND THE CRC DAY
PSYCHIATRY TEAM
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Baseline variable

Average Age [y, (range) [missing = 20]

Overall sample
N =266
348 (18-77)

Gender, n (%) [missing = 3]

Female

179 (67.3)

Male

80 (30.1)

Other

4(11)

Living situation, n (%) [missing =9]

Alone 60 (22.6)
With family 158 (59.4)
With 30 (11.3)
9(34)
present at initial n (%)" [missing = 16]
Depression & anxiety 244 (39.0)
Psychosis & mania 17 (27)
Suicidal behaviour and/or self harm 171 (27.4)
Psychosocial event or stressor 124 (198)
Personality disorder 25 (40)

Other

44 (7.0)

Suicidal behaviour, n (%) [missing =29]

None 43 (16.2)
Ideation 141 (53.0)
Planning 33 (124)

Attempt

20 (7.5)

Active substance use, n (%) [missing =4]

96 (36.1)

Reason for referral, n (%)° [missing=2]

Medication management

31(69)

Risk and/or symptom management

164 (36.3)

Problem solving and/or recovery planning

216 (47.8)

Referral to other sources

31(69)

Other

10 22)

Source of referral, n (%) [missing=0]

Crisis Response Centre

191 (71.8)

Emergency department or urgent care centre

70 (263)

Other

Referral assessment conducted virtually, n (%)
[missing = 5]

5(1.9)
80 (30.1)

Mean length of stay [days], (range) [missing =10]

49 (1-10)

Assessed by psychiatry during vCSU stay, n (%)
[missing =27

17 (6.4)

Attended minimum one skills class, n (%)
[missing =17]

102 (38.3)

Virtual family involvement during vCSU, n (%)
[missing =10]

15 (5.6)

mental health)
Referral to outpatient mental health services

Primary contact by phone, n (%) [missing=19] 241 (906)
Discharge outcomes, n (%)® [missing = 45]
Pre-existing services (primary care, psychiatry, 191 (61.2)

64 (205)

Detox or addictions services 5 (1.6)
Transfer to physical CSU 14 (6.0)
Admission to hospital 5(19)
Lost to follow-up 7(22)
Other 23 (74)

UM eRi-UATY BRI CASIOHEL:
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Baseline variable ‘ Overall sample N=712

csu vCsu
(N=521) | (N=191)

Average Age [y] [missing = 0]

Gender, n (%) [missing = 5]

Male 165 (31.8) 50 (26.6)
Female 343 (66.1) 136 (72.3)

 Other Q1 2(1)
Income quintile, n (%) [missing = 1]

Q1 - lowest 133 (25.6) 28 (14.7)

Q2 121 (23.3) 49 (25.7)
Q3 118 (22.7) 46 (24.1)
Q4 69 (13.3) 35 (18.3)
Q5 - highest 79 (15.2) 33(17.3)
Suicidal behaviour, n (%) [missing =9]

None 136 (26.4) 50 (26.6)
Ideation 197 (383) 75 (39.9)
Planning 71 (13.8) 20 (10.6)
Self-harmy/attempt 111 (21.6) 43 (229)

Had CRC assessment in prior year, n (%) | 235 (45.1) | 47 (246)
[missing = 0]

Assessed by psychiatry at presentation, 65 (12.5) 22 (115)
n (%) [missing = 0]

Substance use problem, n (%) 232 (45.0) 70 (372)
[missing =9]

Cognitive disorder, n (%) [missing=9] 30 (5.8) 10 (5.3)

Depressive or anxiety problem, n (%) = 388 (753) = 164 (87.2)
[missing=9]
Personality disorder, n (%) [missing=9] | 183 (35.5) 62 (33.0)

Bipolar spectrum disorder, n (%) 35 (6.8) 13 (6.9)
[missing =9]

Psychosis, n (%) [missing =9] 83 (16.1) 9 (48)
Other disorders (ADHD, eating 35 (6.8) 12 (64)
disorder),

n (%) [missing =9]

9 cases missing data for suicidal ideation, substance use, diagnoses as seen by
psychiatry only and these variables are not captured in that documentation.
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Study Measures Instrument Data
collection
schedule
(months)

02612
v

variables

Primary outcomes

Indicators of feasibility | The proportion of eligible participants who take up cither intervention (Reach)
The proportion who attended all 8 sessions of either intervention (Dose delivered)
‘The proportion who are lost to follow-up (Attrition) will be determined from the attendance registers

Indicators of acceptability | A 9-item questionnaire (34) will assess participants satisfaction, the group facilitators’ knowledge and attitudes, and the
participant evaluation of the intervention’s ability to reduce stress

Adherence to ART One question “During the past three weeks, on how many days have you missed taking all your medication doses?”
Viral Load Medical charts of study participants

Secondary outcomes
Fidelity A d self-admi ire completed by group facilitators will assess whether or not the interventions
were delivered as planned.

Contextual influences | A semi d self admi completed by group facilitators will assess any facilitators or barriers to
intervention delivery that they observed during group sessions.

Depression symptoms | The 25-item revised child and adolescent anxiety and depression scale (RCADS-25) will be used to assess anxiety and
depression symptoms. Although it has not been validated in Ugandan populations, its items have face validity. It has been
widely used in Europe North and South America with internal reliability ranging from 0.87 to 0.90 (35, 36), a high sensitivity of
90% and specificity of 75% (37). RCADS scores will be modeled as a continuous variable.

Suicide risk Suicide risk will be assessed using the 10-item Patterson suicide risk assessment tool. s validity and reliability have not been
anluate in Uganda. Due o it breviy and face ity it hus oo wsed i both achils and young pecple i Ugenda (33
Post-traumatic stress ‘The 17-item Clini disorder scale for children and adolescents (CAPS-CA) will be used to
symptoms assss PTSD symploms. Although i has not been validated in Ugandan populations, its tems have face valdity The tool has
been widely used in Europe North and South America with internal reliability ranging from 083 to 087 (38-41), a high
sensitivity of 90% and specificity of 75%. CAPS-CA scores will be modeled as a continuous variable.

Social support ‘The child and adolescent social support scale (CASS) will be used to assess social support. Although it has not been validated in
Ugandan populations, its items have face validity. It's internal consistency reliability coefficient ranges from 0.87 to 0.94) in
studies conducted in Europe (41).

Stigma ‘The 8-item HIV stigma scale for children (HSSC-8) will be used to assess stigma. It has internal consistency reliability coefficient
of 0.81 (42).






